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Initial Comment
On Their Own Terms

N O  HINT OF CONDESCENSION TO CHILDHOOD and 
the world of children marks the writings in this, 
our “children’s issue.” All the authors show them­
selves to be curious about the young—and puz­
zled, bemused, and even awestruck by them as 
they cope with illness and suffering or gather 
resources to enjoy well-being. The children in­
spire a sense of wonder; they are anything but 
passive objects of scholarly expertise, technical 
mastery, adult pedantry.

Instead, the children are taken seriously on 
their own terms; therefore, they do some impart­
ing. One of my teachers dedicated a book to his 
sons, attaching an epigraph by an author he did 
not identify but whose words I can easily call to 
memory. Of children: “Like Genius, simple; that 
is why they are the great teachers.”

Having resolved to listen to children, we 
invited students at four elementary schools in the 
Trenton Public School System, Trenton, New 
Jersey, to contribute artwork to this issue. A 
number of their drawings enliven these pages, 
communicating directly something of the ex­
perience of health and illness from the children’s 
point of view. (The Second Opinion staff would 
especially like to thank Carol Belt, art specialist 
for the Trenton Board of Education, and the art 
teachers at the four schools: Larry Brown, Kilmer 
School; Julia Kohut, Gregory School; Maryann 
Papero, Washington School; and Tracy Ross, 
Stokes School.) We also include pieces written by

two sisters, Rebecca and Colleen Heatherington, 
whose lives were changed when Rebecca was 
diagnosed with cancer.

Having resolved also to listen most attentive­
ly to those who give care to children, we took 
pains to approach a rather broadly defined set of 
professionals—almost all of whom push the 
boundaries of a particular discipline in order to 
hear and to reach children. Samples:

Fred Rogers, of television’s “Mister Rogers’ 
Neighborhood,” has a rapport with children that 
many adults envy. Here Rogers draws on several 
encounters with sick children to remind us of the 
gift we give to children when we “can recall the 
full range of feelings” of our own childhood. 
Observing him observing a dying child who used 
silence in order to be in control of something helps 
us understand the qualities that have given 
Rogers the authority to speak about children’s 
issues.

Chaplain Don Camp also gives care in the face 
of suffering and death and learns from a child who 
“knows how to maintain power in a world of 
chaos.” Camp’s account testifies strongly and elo­
quently to the power of imaginative play, while 
gently illustrating the virtues of listening with 
receptivity and simply “spending time with” a child.

Care for children requires sober attention to 
the traumas of suffering and the demands of 
ethics, which authors Loretta Kopelman and W il­
liam Bartholome manifestly give. Philosopher
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K opelm an draws our attention to the issue of 
neonatal suffering and looks at some under­
explored consequences of the 1985 “Baby Doe” 
regu lations. H er artic le  provides welcome— and 
thought-provoking— clarification.

P ed iatric ian  Bartholome spends more tim e 
than most of us could endure in the wards of dying  
ch ild ren . Thus he speaks convincingly of the 
problem s faced by these ch ildren ’s parents and 
caregivers and by the children themselves, and he 
reco m m en d s our f a ith fu l a t te n t io n  to the 
ch ild ren ’s rea lity . Such attention, he believes, w ill 
equ ip  us to treat d y in g  children w ith  the respect 
they deserve.

W e could not envision a “ch ild ren ’s issue” 
w ithout consu lting  Robert Coles, the Harvard 
psych iatrist and teacher who has spent decades 
l is te n in g  to ch ild ren  and in te rp re tin g  th e ir  
worlds. W h at is lack ing  in  many interviews w ith  
Coles is an approach to the world he brings to his 
conversation and w ritin g . W e tried  to see “where 
he comes from ” before he goes to children w ith  
tape recorder and notebook in hand.

A  sheltered and naive 18-year-old m ay be at 
the borderline between childhood and wom an­
hood, but she qualifies for a place in  this issue of 
Second Opinion because she is young, acted upon, 
c o n tro lle d , and  u n d e re s t im a ted  by ad u lts . 
R elig ious, m edical, and ethical issues get tangled  
in  the case of an Israeli g ir l brought to the U .S. 
for the treatm en t of vag ina l cancer that has

rendered her sterile. Pediatrician John Lantos 
describes the actual case; Rabbi Stacy Offner and 
religion scholar Tod Chambers look at religious 
and cu ltu ra l resources th a t honor the em erging  
independence of an o lder teenager w h ile  ac­
know ledg ing  her co n tin u in g  need for fam ilia l 
and social support.

In this issue’s “R eflection ,” another child on 
the verge of adulthood— a 17-year-o ld  V ie t­
namese g ir l w ith  a severely cleft lip — leads p lastic 
surgeon R ichard M atern to ponder where real 
value and real beauty lie . Impressed by her em ­
pathy for others’ suffering, he concludes that “the 
real defect lies far less on another’s face than 
w ith in  us.”

A different k ind of suffering and healing 
occupies Nancy Barcus, who teaches v io lin  and 
w riting  in a pub lic elem entary school. Concerned 
about “urban and m inority children w ith  lost 
po ten tia l,” she has undertaken to teach the fine 
arts to “those who, for m any reasons, have not yet 
learned to dream .”

The young people portrayed in  these essays 
have found ways of em bodying and expressing 
their issues com pelling ly. And now each parental 
and professional generation faces the task of 
responding.

r ' T w .

Martin E. Marty
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Be Strong in the Operation Room!
Drawing by Jenna Kettenburg (sixth grade), Kilmer School, Trenton, New Jersey.
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Communicating with Children
One Neighbor’s View

F r e d  M .  R o g e r s

A FEW YEARS AGO I HAD THE GOOD FORTUNE to 
get to know Bob Sams, a teenager who had recently 
had his second liver transplant at C h ild ren ’s Hospi­
ta l in  P ittsburgh . I met Bob as we were in terview ing 
patien ts in preparation for the annual hospital 
television fund drive, and we soon became friends. I 
also came to know his m other and father, his sisters 
and grandm other, and some of his school friends. In 
the months ahead, as I came to know Bob and the 
people who were close to him , I also learned more 
about m yself and about some of the d ifficu lt chal­
lenges we face when we work w ith  children who have 
terrify ing  health problems.

W hen Bob’s second liver transplant failed , he 
(along w ith  his doctors) chose to go through a th ird  
transp lant; although that th ird  new liver functioned 
very w e ll, Bob’s lungs and heart started to g ive him  
d ifficu lty . L ittle by litt le , he was attached to more 
and more machines, via more and more tubes. Things 
he once could do were no longer possible for him.

F red  M. Rogers is the creator, w riter, a n d  host o f  the television program  “M ister 
Rogers’ Neighborhood. ”

For citation: Rogers, Fred M. 1993- “Communicating with Children: One Neighbor’s 
View.” Second Opinion 18, no. 4 (April): 13-21.

© 1993 Family Communications, Inc. Used w ith permission.

One day when I went to v isit h im , Bob d id n ’t 
say a word. H is m other told me that he had stopped 
ta lk ing  to everybody. It was obvious that he under­
stood everyth ing we were saying, but he ju st w asn’t 
answering. A t first th is was confusing for us, and 
then it  started to make us feel bad. Here was some­
body we once had had good, long ta lks w ith , and 
now he just w ouldn ’t speak to us. I wondered if  Bob 
was just shu tting  us out, “pushing aw ay,” g e ttin g  
ready to die. But somehow it d idn ’t feel that w ay to 
me. Bob would actually  sm ile as I talked to him . It 
seemed he was tak ing  some kind of pleasure in not 
ta lk ing .

F inally , it dawned on me what m ust be happen­
ing. R igh t then, ta lk in g  or not ta lk in g  was about 
the only th ing  Bob could control. Everything else in 
his life was being controlled by doctors, nurses, and 
machines. It was a good feeling for him  to be in 
control of som ething. Before he d ied , Bob d id  ta lk  
again . In fact, he looked at me, sm iled , and said, 
“H ello, Mr. Rogers.” I th ink  he knew how much he 
had helped me grow through all of our v isits. I 
certain ly had told him  so m any times.

One day, not long after Bob had died , I was 
w riting  a new song for the television program , 
“M ister Rogers’ N eighborhood,” about the impor-
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tance of find ing  som ething to do w hile w e’re w a it­
in g , and a ll of a sudden as I sat there at the piano, 
the tears started stream ing down m y face. I realized 
I was griev in g  the loss of Bob and all the other losses 
in  m y life which his death had evoked in  me. That 
tim e reconfirm ed how im portant our lives together 
had been.

T h e  R o o ts  o f  O u r  W a n t i n g  to  
W o r k  w i t h  C h ild r e n

W H Y DO WE CHOOSE TO WORK WITH young 
people? W h at is it  about us that allows us to make 
an investm ent of ourselves in  children? I believe that 
ad u lts ’ successful work w ith  children is based on our 
hav ing  been ch ild ren  ourselves and having felt 
strong ly  enough about those early years that we 
came to believe that childhood was a tim e of real 
value. If we were loved and valued in  our own 
childhood, we then have the opportunity to love and 
value the childhoods of others. H aving identified 
w ith  the adu lts who we sensed were the sources of 
our g ra tif ic a tio n , we choose professions th at allow  
us now  to be th e  a d u lt  in  th e  a d u lt - c h i ld  
m u tu a lity .

Those of us who have chosen to work w ith  
ch ild ren  need ch ildren  to confirm our identities. A 
teacher needs someone to teach in  order to be a 
teacher. A  nurse needs someone to nurse in order to 
be a real nurse. W e who work for children need 
ch ildren  in order for us to be who we are. Any threat 
to the lives of the ch ildren we work w ith  is therefore 
a threat to our own id en tity— even the threat of 
ch ild ren  saying th ey ’re m ad at us or that they never 
w ant to see us again ! W hen  ch ildren com m unicate 
to us that w e’re not the g iv in g , g ra tify ing  one, it  can 
hurt.

But w hy would ch ildren  be uncooperative and 
noncom m unicative? As w ith  Bob, such behavior 
m ay be their only way of being in control of some­
th ing . One th ing  is certain : there’s a reason for every 
behavior.

I know of a six-year-o ld g ir l who was hospital­
ized for rheum atic fever. The m edical team was very 
worried about her because she was so listless and 
w ouldn’t eat. She would s im p ly lie  in the crib and 
shift from one helpless position to another.

One day a fam ily  friend suggested that they 
make a nurse’s outfit for litt le  Jan ie  to put on. T hat 
turned out to be one of the greatest helps of all. 
W hen Jan ie  was g iven  the nurse’s outfit, she wore it 
every day, s itt in g  up righ t in her bed. Somehow in 
that dress she d id n ’t feel so helpless anymore. In fact, 
she became qu ite  aggressive, g iv in g  orders to a ll who 
came near. To be sure, Jan ie  was much more d ifficu lt 
to deal w ith  in that nurse’s uniform , but she had a 
much better chance of g e ttin g  w ell. Somehow, p lay ­
ing the part of the authority allowed her to feel less 
the part of the v ictim .

The aggression of the sick child  often has litt le  
chance for expression except w ith in  h im self or her­
self. That “inside w ar,” of course, is destructive to 
the ch ild ’s bodily welfare, whereas, in  p la y , i t ’s u sual­
ly  acceptable to children and adults for aggression 
and anger to be expressed.

T h e  Im p o r t a n c e  o f  P la y
T h r o u g h  p l a y , peo ple  h a v e  m a n y  w a y s  to

com m unicate their angry feelings, and hospitalized 
children have m any angry feelings that need to be 
expressed! H ospitalized children don’t understand 
a ll the c lin ical procedures and why they have to go 
through so much pain and frustration. They rea lly  
don’t. Even though people te ll them  a hundred tim es 
that the hurtful treatm ents are go ing to help them 
get better, th ey ’re s t ill angry about w hat’s happen­
ing, and one of their desperate needs is to have a 
socially acceptable way of com m unicating and ex­
pressing their anger.

W h a t’s more, hospitalized children don’t always 
understand w hy their parents have to leave them. 
Oh, they know somebody has to go to work and 
somebody has to take care of the other children at 
home, but w hy does it  have to be their mom and
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dad? And they don’t understand why their hair has 
to fall out and why they can’t be at home w ith  their 
fam iliar, comfortable people and th ings. Being in 
the best hospital in the world is s till second-best to 
being w ell.

Through p lay , children can use puppets or doll 
figures or art m aterials to express their feelings of 
anger and sadness at what hurts and who hurts; and 
they can do it w ithout risk ing the loss of love, which 
just m igh t be the result of scream ing and k ick ing  
and tossing dinner trays on the floor or slapping 
nurses and technicians.

But for a ch ild  to be able to use im aginative p lay, 
he or she needs the encouragem ent and support of 
another person who accepts the p lay in a non- 
judgm ental w ay, someone who helps the child  
generate enough energy to continue to p lay. The 
child  needs an availab le person who knows how very 
im portant his or her p lay can be. The presence of this 
“availab le other” is even more im portant to sick 
children than it  is to other children because so much 
that happens to the sick child— and particu larly  the 
hospitalized ch ild— tends to foster regression. The 
ch ild ’s p lay perm its the expression of the regression, 
but the adu lt who is available to the child  and in 
tune w ith  him  or her can help the ch ild ’s regression 
or anger not go so far that it  makes him  or her feel 
com pletely helpless.

Some of the most im portant work we do for 
children through our television program  is to deal 
w ith  recognizing and expressing anger. The song 
“I’m A n gry” says a lot in a few lines.

I’m Angry
I’m angry; I’m angry
And I can tell you why.
The reason I am angry
Is that somebody made me feel very small.
And all of a sudden I cried.
I almost lied and said I wasn’t scared.
But I was scared
And now I’m angry.
I’m angry.

© Fred M. Rogers

There’s another song I like  to use about anger. 
In fact, the first words of th is song are a question: 
“W hat do you do w ith  the mad that you feel when 
you feel so mad you could b ite?” And that question 
came d irectly  from a child .

W hat Do You Do?
What do you do with the mad that you feel
When you feel so mad you could bite?
When the whole wide world seems oh, so wrong,
And nothing you do seems very right?
W hat do you do? Do you punch a bag?
Do you pound some clay or some dough?
Do you round up friends for a game of tag?
Or see how fast you go?

It’s great to be able to stop
When you’ve planned a thing that’s wrong.
And be able to do something else instead
And think this song:

I can stop when I want to.
Can stop when I wish.
Can stop, stop, stop anytime.
And what a good feeling to feel like this.
And know that the feeling is really mine.
Know that there’s something deep inside
That helps us become what we can.
For a g irl can be someday a woman
And a boy can be someday a man.

© Fred M. Rogers

One of the worst feelings is the feeling of being 
out of control, and one of the most helpful th ings we 
can do for children is to discover ways of encouraging 
them  to find their own means of control.

I knew of a four-year-old boy who had a litt le  
record p layer in his hospital room. A ll day long he 
changed the records on that p layer: tak ing  one off, 
p u tting  another on, listen ing  to it p lay , then tak ing 
the record off and p u ttin g  another on. W ith  his 
physical lim itations, that was about a ll he could do. 
But he was in control of those records, and it was 
very im portant for those around him  to encourage 
him  to keep his active coping (his p lay energies) up 
as much as possible. W hen  we look for it, we can 
usually  find som ething a ch ild  can do to prove to the
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world and self that he or she has some control and 
some w ay of expressing how he or she feels. W e can’t 
stress the fact enough: P lay is essen tia l in  help in g  
ch ild ren  d ea l w ith  th eir  fe e lin g s  o f  helplessness. One th ing  
caring  adu lts in any profession can do is try  to 
understand the m eaning  of ch ild ren ’s p lay in  order to 
respond in the most helpful ways.

S o m e  C o m m o n  Fa n ta s ie s  
a n d  F e a rs

W H AT MAKES a  CHILD UNCOOPERATIVE, aggres­
sive, unreasonable? I know of a litt le  g ir l who doesn’t 
w ant anyone to touch her and doesn’t want to touch 
anybody herself. W hen  people come near her, she 
flings her hands behind her back and refuses to “be 
in  touch .” W hy? W e ll, from the tim e this ch ild  was 
an infant, she had had one series of tests after another: 
m any frigh ten ing  th ings, a ll of which had neces­
s ita ted  her hands b e ing  strapped down. Could 
th a t be one reason she doesn’t w ant to le t anybody 
touch her and doesn ’t w an t to touch anybody 
herself?

Another lit t le  g ir l  I know of used to take the 
w h ite  caps from the colored m ark ing pens and put 
them  in  her hair. She was insistent on doing this, 
even though her parents and nurses tried to save the 
m arkers from d ry ing  out. F inally , someone realized 
that th is ch ild , in  her persistence, was try ing  to 
com m unicate som ething very important: She was 
very concerned about the electrodes used on her head 
in  the EEG tests. The m arker tops were the closest 
th ings to those electrodes that she could find to p lay 
w ith . Careful lis ten ing  to her p lay revealed her 
fearfulness that every tim e the doctors gave her an 
EEG, either they were find ing out what she was 
th in k in g , or they were go ing  to electrocute her.

“P laying  about” fears, concerns, problems, and 
even joys and sorrows is to a ch ild  very like  an ad u lt’s 
“th in k in g  through” a situation. P laying  is a ch ild ’s 
means of problem  solving. But if  a sensitive, caring 
person (an “availab le other”) had not pursued that

lit t le  g ir l ’s behavior w ith  the colored m arker caps, 
she m igh t have gone through the rest of her life 
believ ing (at some level) that machines can  read 
people’s m inds and that when they determ ine that 
a person is bad enough, they ann ih ilate them.

C hild ren ’s fantasies about what m igh t happen 
to them  are often much more frigh ten ing than what 
the rea lity  is. One day we were film ing  in  the 
em ergency departm ent of a hospital. A five-year-old 
boy saw me and im m ediately told me that he was 
smart. (He was righ t: he was sm art!) He told me that 
his friend was sm art, too, but his friend had fallen 
down and cut his head, and nearly a ll his brains had 
come out. He said he w ouldn’t have been smart 
anymore if  they had a ll come out. T hat’s what a cut 
on the head can mean to a five-year-old.

I t ’s natural, too, that children are go ing to 
project m any of their feelings about their mothers 
and fathers onto hospital personnel. For instance, 
whenever doctors and nurses confer in a ch ild ’s 
presence, the female professional is often perceived 
by the ch ild  as a m other (no m atter what the 
wom an’s age is), and the m ale professional is per­
ceived as a father. Some young, k in d ly  m ale doctor 
m ay experience terrib ly  unreasonable behavior from 
a four- or five-year-old boy who is fearful of his father 
and m ay be projecting his deepest fears onto that 
often unsuspecting doctor. T hat’s one reason a child  
m igh t be d isruptive and uncooperative. H e’s afraid. 
And besides, he probably has a lot of angry wishes. 
Yet most children who are i l l , as w ell as most of their 
parents, are a fra id  of their angry wishes. T hey’re 
afraid that any anger in  themselves and in any others 
around them  m igh t end up in  death.

I ’ve seen m any children dram atize angry scenes 
w ith  puppets and other m in iature figures. One litt le  
g ir l made up a fantasy about w ild  an im als in cages. 
She said no one could ever open the cages. “You just 
can’t trust those w ild  anim als w ith  unlocked doors,” 
she said. L ittle  by lit t le , as that ch ild  came to m aster 
her own angry wishes, she became more and more 
benevolent toward those p lay anim als. One day she 
said, “I don’t have to have the cages locked today 
because the anim als aren ’t go ing to destroy people.”

Second O pinion • A pril 1993

16



C o m m un icatin g  w it h  C h ild ren : O ne N eighbor s V iew

17



She took some do ll figures and put them up close to 
the an im als w ith  the ir open cages and said to the 
do lls, “You see, they d id n ’t hurt you .” W h at a 
wonderful th in g  it  is to see children dealing  w ith  
th e ir  inner strugg les in  th e ir  own creative ways!

I rem em ber some im prom ptu puppet p lay  that 
took place in  C aliforn ia one day when we were 
f ilm in g  in  the home of an eight-year-o ld  boy named 
Erik. E rik had cancer. He and his five-year-old 
brother, B rett, and two of th e ir neighbors asked if  
they could p lay  w ith  the puppets that I use on 
television . I was g lad  I had them w ith  me because 
those boys were able to act out some things that they 
w ere  f e e l in g . H e re ’s w h a t happened  in  th a t 
p laytim e:

Both Erik and Brett wanted to p lay w ith Daniel 
T iger. Erik got him  first. I asked “Daniel” how he 
was feeling. “Scared,” Erik replied in Daniel’s shy 
litt le  voice.

“Can you te ll me why you’re scared?” I asked.
“I don’t like  a ll the noise,” Daniel replied.
A t this point Brett became determined to get the 

puppet Daniel to p lay w ith , and he asked me to take 
K ing Friday and command Erik, in K ing Friday’s 
gru ff voice, to g ive him  Daniel. I suggested that he 
could make the k ing  ta lk  i f  he felt like it, and Brett 
did.

“E rik ,” said Brett as the k ing , “I want you to give 
me D aniel, okay?” But Erik s t ill wouldn’t yield , and 
Brett threw the k ing  on the floor w ith a disgusted 
“Oh, ra ts!”

P utting  the k ing  on m y hand, I said in a k ing ly  
voice, “Sometimes there are disappointments in my 
castle.”

“And sometimes,” said Brett, pointing to Daniel, 
who was still on Erik’s hand, “I want him."

“Sometimes you want Daniel T iger?” the king 
asked. “Can you te ll me w hy?”

Q uite ag itated , Brett complained about Erik (his 
sick brother). “He gets control of every darned thing! 
Every darned tim e we p lay he gets it [m eaning 
D aniel]! So I th ink i t ’s fair for me to have it one 
tim e !”

“W hat shall we do about that, E rik?” asked the 
k ing.

“W e ll,” Erik said after a pause, “I th ink i t ’s really 
up to D aniel.”

So the k ing turned to Daniel. “D aniel,” he said, 
“Brett is anxious to have you w ith h im  for a moment. 
Do you th ink you could pass over to h im ?”

Erik, speaking in  Daniel T iger’s litt le  voice, said, 
“Yes, I th ink so.”

“You th ink you could?”
“Yes.”
“Do you th ink he’d take good care of you?”
“Yes, I think so.”
“Do you th ink you could go back to Erik another 

tim e?”
“Yes.”
“W e ll,” said the k ing, “you do what you lik e .”
So the puppet Daniel finally went to Brett for a 

time, and Brett took him behind a chair and talked 
to him about how hard it is when you’re shy and you 
have to meet new people. Brett made Daniel firm ly 
agree.

Meanwhile, Erik had become the king. He com­
manded Lady Elaine, another puppet who was on the 
hand of one of the friends, to appear before him. 
W hen she obediently did, he commanded her to stop 
doing m agic w ith her m agic boomerang.

“W hy don’t you like m agic?” I asked the king 
(who was still on Erik’s hand).

“She buckles up the whole p lace,” the k ing (Erik) 
replied. “1 ju s t  w an t th is to he an  ord inary n eighborhood !”

I IMAGINE ERIK DID WANT TO LIVE in  an ordinary 
neighborhood and live an ordinary life w ithout pe­
riodic traum atic bouts w ith  cancer. And his brother 
B rett had strong feelings, too, about h im self and his 
sick brother and people who were intrusive in their 
world.

Those boys were te llin g  us th ings through their 
p lay: how deep the feelings of loss are for people who 
have cancer, and how sad and angry brothers can 
get— even brothers who aren’t i l l . Grown-ups are 
often puzzled by ch ild ren ’s p lay because we don’t 
fu lly  understand. But a ch ild  needs the freedom to 
p lay what we don’t always understand and the sup­
port of caring adults who know that the p lay has 
great value for the child . In fact, the longer I live, 
the more I realize that one th ing  the whole world 
needs lots more of are adults who know how valuable 
childhood and ch ildren ’s p lay really are. The qu a lity
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of them  form the foundation of a ll adu lt behavior.
I’ve always been interested to see how children 

use p lay m aterials that adults nearby feel comfort­
able w ith . That p lay would have been very different 
if  I— or any other adu lt around— had com m uni­
cated a d isdain  for boys using puppets. As it  was, 
those boys were able to sense m y interest— in fact, 
m y great interest— in what they were sharing of 
themselves. And because it was the puppets who 
were ta lk in g , the children were allowed to express 
w hat they experienced and knew at both a verbal and 
preverbal level. I t ’s most often easier for a puppet on 
your hand to say som ething, rather than your own 
m outh! P lay allows us that safe distance, as we work 
on w hat’s close to our hearts.

W hether w e’re ch ildren or adu lts, wherever 
those safe places are in  our lives, they can also help 
fortify us when we need to ta lk  openly and d irectly 
about deep (and often painful) feelings. W e of Fam i­
ly  Com m unications, Inc.— the nonprofit corpora­
tio n  th a t  p ro d u ces  “M is te r  R o g e rs ’ N e ig h ­
borhood”— taped a very poignant conversation w ith  
the Renlund fam ily for our series of program s for 
fam ilies called “Old Friends . . . New Friends.” The 
Renlunds told me I was welcome to offer our con­
versation to others. In fact, they said they hoped it 
would be helpful.

Fred Rogers: 

Erik:

Fred Rogers: 

Brett:

W ould you boys te ll me what you’d 
like to be when you’re older?

W ell, I may be three things. I don’t 
know . O ne, an inven tor; tw o, a 
p a leo n to log ist; and three, an ar­
chaeologist.

You’d like to do all those things?

Oh, and don’t forget one more.

Fred Rogers: W hat?

Brett: Be a doctor.

Fred Rogers: You’d like to be a doctor. W hat would
you do as a doctor?

Brett: I would fix people. That’s what I
would do. W hy not? Give them shots.

Erik:

Brett:

Erik:

Brett:

Fred Rogers: 

Brett:

Fred Rogers: 

Erik:

Fred Rogers: 

Erik:

Fred Rogers: 

Erik:

Brett:

For what diseases?

Leukemia, cancer, cancer of the bone.

T h at’s a ll cancer, B rett. They a ll 
qualify as cancer.

Oh, then strokes, a whole bunch of 
things.

You’d like to help a whole lot of 
people, wouldn’t you?

Uh-huh . . .  I would help myself, even.

There must have been some times that 
were hard for you, Erik.

Uh-huh.

Did you have any trouble at school? 

Yes. But I don’t have it now.

W hat kinds of trouble?

W ell, the kids would knock my hat 
off, or tease me. Maybe they’re afraid 
they m ight catch what I’ve got so they 
re a lly  do n ’t know how to react 
towards me.

That isn’t true! Your th ing isn’t in 
contagious trie}. Nobody could catch 
that!

Mrs. Renlund: 

Brett:

Erik:

Fred Rogers:

But you know that.

Yeah, I know.

And they don’t.

Kay, w hat’s been the most difficult for 
you as far as Erik’s illness is con­
cerned?

Mrs. Renlund: W ell, I find it very difficult to accept.
W e’ve been at this for six-and-a-half 
years, and at first Erik told me he had 
a lot of anger. “W hy m e?” W e talked 
a lot about that. I told him  I felt the 
same way. There was an awful lot of 
anger on my part. “W hy my ch ild?” I 
don’t know if  you ever totally accept 
that. I th ink it certainly has made me 
think a lot about our values in life. 
W e’ve really learned a lot about shar­
ing love.
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Corner Seat. Egg tempera on panel by Robert Vickrey, c. 1950.
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Erik:

Mrs. Renlund: 

Mr. Renlund:

Mrs. Renlund: 

Mr. Renlund:

Fred Rogers: 

Mrs. Renlund: 

Fred Rogers: 

Mrs. Renlund:

Fred Rogers:

And I hope you keep sharing it.

I think it ’s also made me understand 
a lot more about people who have pain 
or sorrow or sadness. I have a real 
feeling for that now.

That’s exactly it. I remember the 
neighbors who left casseroles on our 
doorstep. You don’t feel like cooking, 
you don’t feel like cleaning house, you 
don’t feel like doing anything . . .

So I think that kind of help is really 
important.

It certainly helped. I had a relatively 
narrow emotional band to start with. 
It certainly stretched my band way 
from one side to the other, having to 
deal with a situation like this and to 
communicate. It is rewarding from 
that standpoint. I mean if there’s a 
reward, there’s reward in dealing with 
the situation and trying to cope.

W hat were some hard questions that 
Erik has asked you?

I think mainly about the possibility of 
dying.

W hen Erik talks with you about 
death, what do you say?

When he told me that he was afraid of 
it, I told him I was, too. But that we 
all are going to face it, that it ’s an 
experience for all of us, and that I don’t 
think we’ll ever be alone. Whether 
here or afterwards, I don’t think we’ll 
ever be alone.

W e’ll all have caring people with us, 
wherever we are. And I think that that 
must be the toughest thing . . .  to 
think about not being together.

Our v isit continued in  a very special sp irit, and 
after I left that day, the Renlunds and I kept in touch 
by letter and phone.

A few months after our v isit, Erik died. I rem em ­
ber how sad people at our office were the day the 
parents called to te ll us. W e had formed bonds w ith  
that lit t le  boy and his fam ily , and we had allowed 
them to change our lives.

I can w ell understand why some people would 
be afraid to allow  themselves to become attached to 
a ch ild  who has a life-threatening illness. They 
m igh t be afraid that their eventual loss would over­
w helm  them . Those are decisions that only we our­
selves can m ake; and our honesty in  dealing w ith  
such decisions can be a great help for those w ith  
whom we work and live. A lthough such g r ie f  at 
tim es can seem overwhelm ing and very scary, that 
g r ie f  need not destroy. In fact, w o rk ing  w ith  
children who have life-threatening illnesses can help 
us develop strengths we never knew we had. Per­
sonally, I ’m a different man— a stronger m an— for 
having known Bob Sams and Jan ie  and Erik Ren­
lund and all the other cr itica lly  il l  children who have 
welcomed me into their lives.

E rik’s parents have founded a center for people 
who w ish to ta lk  w ith  others about their children 
who are ill. That center is in memory of Erik and in 
honor of the difference his 10 years made in the lives 
of his fam ily  and friends. There are m any different 
ways of expressing w hat’s deepest w ith in  us, and this 
was E rik’s parents’ way.

Those of you who work w ith  children have your 
own ways of expressing your care, but I hope you can 
trust a ll the m any strengths you bring to children 
and the ir fam ilies. Perhaps the most im portant 
strength  is that you were once a ch ild  who felt 
vulnerable and powerless, angry and afraid. That 
m ay seem obvious, but knowing that and rem em ­
bering w hat it  v/as like  being a ch ild  can m ake a 
sign ificant difference in the relationship between 
you and the children in your care. Some children are 
fortunate to be treated by adults who can recall the 
fu ll range of feelings of their own childhood. Those 
are the people who are best able to engage the 
children they work w ith  in a partnership for health 
which w ill serve them  a ll their days.®
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M a n y  Losses
Our daughter, Rebecca Heatherington, was 
born on October 2, 1978. Her first battle w ith 
cancer (rhabdomyosarcoma) began in 1981 
when she was 30 months old. After surgery, 
radiation, and two years of chemotherapy, we 
had just celebrated the “five-year disease-free 
m ark” in 1986 when she was faced w ith her 
second diagnosis (osteosarcoma). This required 
the amputation of her right leg, hip, and half of 
her pelvis, as well as another arduous year of 

chemotherapy. She was not quite eight years old. Our fam ily was in the m iddle 
of moving from New York to Chicago at that time, and Rebecca was very 
concerned about m aking new friends and adjusting to a new school just four 
weeks after her surgery, w ith only one leg and no hair (again). The paragraph 
included here is something she wrote in the spring of 1988, after a ski trip to 
W in ter Park, Colorado. That trip was sponsored by a cancer support group 
called Special Friends, associated w ith Sunshine Kids.

Rebecca d id  make friends, and she learned to do almost everything. She 
swam, sk ied , rode a 10-speed, roller-skated w ith  her prosthesis, took 
gym nastics lessons, played the violin, and had a lead in her sixth-grade play. 
She loved animals, parties, small children, junior high, and daiquiri ice from 
Baskin Robbins. But in the early spring of 1990, cancer returned a third time, 
and this tim e no treatment proved effective. She died at home on M ay 5 ,1990 , 
surrounded by her fam ily and friends who loved her so much.

Our younger daughter, Colleen, was six years old and finishing first 
grade when Rebecca died. For over a year she was unable even to speak her 
sister’s name. Then she became involved in H eartlight, a bereavement group 
for children who have lost sib lings, and gradually she began to acknowledge 
her grief. In February 1992, 21 months after Rebecca died, Colleen wrote an 
essay for her third-grade teacher in which she expressed her feelings about how 
hard it  is to live without her sister.

—Christine Heatherington
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Visit to the Children’s Hospital. Lithograph by Kathe Kollwitz, 1926.
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Care of the Dying Child
The Demands of Ethics

William G. Bartholome

WE HAVE COME A LONG WAY SINCE THE pioneer­
in g  w ork of h isto r ian  P h ilip p e  A ries (1 9 7 4 ) , 
anthropologist-philosopher Ernest Becker (1973), 
and physician Elisabeth Kubler-Ross (1969 , 1983). 
Our deeply rooted “denial of death” has been break­
ing down for over two decades now. W e have come 
to accept our responsib ility to care for the dying  in 
a manner that is respectful of their interests, righ ts, 
welfare, and d ign ity . In th is country, the dram atic 
change in our attitudes and practices is most v isib le 
in the grow th of the hospice movement. Yet almost 
since the beg inn ing of what some have called the 
death-and-dying m ovement in this country, a storm 
of controversy has surrounded the question of how 
we are to discharge our responsibilities when the 
dying  person is a ch ild . I would share w ith  you the 
experiences and thoughts of a father, a ped iatric ian , 
a “clin ical e th ic ist.” I would also like  to begin  this 
essay by acknow ledging m y enormous debt to the 
scores of children and parents who allowed me to 
p lay the role of a hospice physician to them. By
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caring enough about me to be m y teachers, they 
provided me the opportunity to discover what it 
means to care for a dying child .

Provider Problems
MANY OF THE PROBLEMS INVOLVED in responding 
to the needs of dying  children belong to the “big 
people” involved. A lthough we have come a long 
way in accepting the rea lity  of death, most adu lts in 
our society s t ill cannot accept the idea of children 
dying . O ld people die. A dults w ith  cancer, heart 
disease, and strokes die. But i t ’s not natural that 
ch ildren die. I t’s not the way th ings are supposed to 
be. A lthough we m ay accept the fact that some 
infants die and that some children w ill d ie sudden, 
accidental deaths, children should not die of diseases. 
This idea is so unacceptable that m any health care 
professionals in  tra in ing rule out careers in pediatrics 
sim ply because they could not tolerate w orking w ith  
cr itica lly  i l l  and dying children.

Parents and providers bring this a ttitude to their 
relationships w ith  children, and they see death as the 
u ltim ate  form of failure. The emotional burden of 
seeing oneself as having failed to protect an innocent
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ch ild  from th is u ltim ate  ev il is enormous. Parents 
and providers expect that they can protect children 
from such ev il or, at least, rescue ch ildren who 
become i l l  from th is fate. W hen  faced w ith  a c r it i­
ca lly  i l l  ch ild  who is not responding to their rescue 
efforts, they have a powerful need to deny the 
rea lity— to see the ch ild  as sick but never as ter­
m in a lly  ill.

To th is day, ped iatric  health  care providers and 
parents strong ly resist using  the word dying. A ll too 
often, the resu lt of th is need to deny is that term ina l­
ly  i l l  ch ildren  d ie , but they are rarely seen or treated 
by the ir caregivers as d y in g  persons. In order to avoid 
painfu l feelings of frustration, impotence, and g u ilt , 
providers allow  ch ildren  to d ie only after they have 
done everyth ing they could to reverse the course of 
illnesses. C h ildren  continue to die under the fu ll- 
court press of every intervention known to modern 
m ed ic in e , in  desperate attem pts to save them . 
Providers w ithho ld  noth ing that promises even the 
most remote hope of benefit. Moreover, most health 
care providers lack  the tra in ing  and sk ills  needed to 
provide p a llia tiv e  care to the ir patients. In fact, few 
health  care professionals receive formal tra in ing  in 
the m ost basic aspects of hospice care.

F in d in g  T e rm in a lly  III C h ild ren

AS THEY MOUNT THESE ALL-OUT ATTEMPTS to 
rescue c r itic a lly  i l l  ch ildren , providers often over­
look a crucial task, nam ely, identification of ter­
m in a lly  i l l  ch ildren  who are candidates for hospice 
care. W hose responsib ility is it  to “find” term ina lly  
i l l  ch ild ren? I propose that the burden rests on health 
care professionals. They are the ones who should 
determ ine when a c r it ic a lly  il l  ch ild  has reached the 
po in t at which add itional attem pts to prolong life 
and prevent death are no longer appropriate. A l­
though the ch ild ’s parents m ay recognize this point 
first, health  care professionals are usually  in a better 
position  to m ake the determ ination.

This task, however, is not just em otionally chal­
len g in g ; it  is also techn ically  and c lin ica lly  daunt­

ing. There are no w idely accepted criteria for health 
care professionals to use in determ in ing which c r iti­
ca lly  il l  patients are actually  term ina lly  ill. There are 
no exam inations or blood tests or X  rays w ith  which 
a health care provider can determ ine that a ch ild  is 
te rm ina lly  ill. Instead, health  care professionals 
m ust con tinually  evaluate the condition of the 
patien t and the p atien t’s response to treatm ent. 
A lthough the nature and prognosis of the ch ild ’s 
disease m ay be such that death is a possible or even 
a probable outcome, the determ ination of an ap­
propriate point for rad ically a ltering  the goals of 
treatm ent from “cu rin g” to “intensive caring” is 
both complex and dem anding.

For me, the determ ination rests on four factors 
in  addition to the nature of the ch ild ’s disease and 
the prognosis. The first— and least controversial— is 
the extent to which the treatm ents are having a 
measurable effect on the antic ipated  course of the 
disease. In term inally i l l  patients, treatm ents often 
are no longer producing any m easurable effect. For 
exam ple, the grow th of a ch ild ’s tum or can no longer 
be stopped by anticancer drugs. The lungs of a child 
w ith  cystic fibrosis are just as congested when he is 
tak ing  antib iotics as when he is not.

The second factor m igh t be called refractoriness, 
or resistance. T erm inally i l l  patients seem to become 
progressively refractory to interventions: the dosage 
or number of drugs needed to achieve a desired effect 
increases progressively. Providers often have the 
sense that they are “clim b ing  a m ountain of g rave l.” 
They are expending a great deal of tim e, energy, and 
resources, yet the patient seems only to become more 
and more dependent on drugs and technology 
w ithout showing any evidence of improvement.

A th ird  factor m igh t be called the trajectory of 
the patient. By exam in ing and p lo tting  the ch ild ’s 
response to treatm ent over tim e, providers can often 
discern a pattern of the illness and its progressive 
failure to respond to interventions. The child  w ith  
leukem ia, for exam ple, m ay have remained in relapse 
d e s p it e  th e  u se  o f th re e  c o m b in a t io n s  o f 
chemotherapy given over a three-month period. The 
weakness o f the child  w ith  m uscular dystrophy may
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have become sign ifican tly  worse over the course of 
the past year, during which she was hospitalized five 
tim es for treatm ent of pneum onia compared w ith 
tw ice in the year before.

The final— and most controversial— factor is 
the providers’ own responses to the child  and to the 
feelings they experience in their attem pts to treat 
the child . N ursing staff often become aware of these 
responses first. For exam ple, they m ay begin to feel 
that what they are doing and being asked to do f o r  
the child  is more like  som ething they are doing to 
the ch ild ; interventions start to feel more like  “tor­
tu r in g ” than “trea ting” the child . Or their w illin g ­
ness to perform painful procedures on their patients 
hinges on seeing im provement in the ch ild ’s condi­
tion. If providers are w illin g  to undertake this emo­
tionally  challenging task of discovering that they 
have term ina lly  i l l  patients, they w ill be able to 
determ ine w ith  a reasonable degree of certainty 
which critica lly  il l  patients are candidates for care as 
d y ing  children.

Problem  Id en tifica tio n

ONCE PROVIDERS HAVE DISCOVERED that they are 
caring for a term ina lly  il l  ch ild , the next major 
o b stac le  is so rtin g  out the ta n g le  of “d y in g  
problem s.” First, the encounter w ith  a term ina lly  il l  
ch ild  forces providers to encounter their own death 
and dying . To state the obvious, the idea of mor­
ta lity , of one’s personal death, is a b ig  problem. Some 
have argued that it is the u ltim ate  ex istential prob­
lem . W hether they want to see it  or not, providers 
w ill face their own m orta lity in the face of the dying 
ch ild . This is in  no sense a problem  to be solved. The 
ab ility  to live w ith  one’s m orta lity  is a large ly  im ­
possible goal which m ust be pursued. To the extent 
that providers are able to acknow ledge that this 
problem is present in their c lin ical encounters w ith  
dying  children, to “own” it  as their own problem, 
they can be more free to get on w ith  the task of 
responding to the dying  child . Second, com ing face 
to face w ith  a dying child  triggers in providers—

most of whom are also parents— the fear of their own 
children dying . If they fail to acknow ledge and own 
th is problem , they often project it into the ir en­
counters w ith  their ch ild  patients. The strugg le  to 
rescue the i l l  ch ild  becomes the desperate strugg le 
to save their own children from this fate.

The com bination of these two problems exacer­
bates the th ird  problem (described above): the g u ilt  
and frustration that providers already feel over le t­
ting  their ch ild  patients die. A fourth problem 
involves the dying  ch ild ’s parents. Facing the im ­
pending loss of a ch ild , parents often turn to health 
care professionals for help, which places an add ition ­
al burden on the care provider. Keeping these four 
problems separate and devising strategies for deal­
ing  w ith  them  allow  both parents and providers to 
deal w ith  the fifth set of problems: the problems 
children have w ith  their own dying.

The Reality of the Child
T h e  m o s t  d a u n t in g  p r o b l e m  f a c in g  p a r e n t s

and providers who are caring for a term ina lly  ill 
ch ild  is that the person they are caring for lives in a 
different reality . Today’s parents and child  health 
professionals owe an enormous debt to Jean  P iaget 
and a generation of ch ild  psychologists who have 
carried on his work. Thanks to them we now know 
a good deal about the rea lity  of children and how it 
differs from adu lt reality . This understanding forms 
a bridge between the adu lt world and the ch ild ’s 
world and allows adults to understand children and 
their problems and needs in facing death.

Take the first word of this seem ingly sim ple 
sentence: “I w ill d ie soon.” As adults, we have a fa irly 
w ell developed sense of self, of what we mean when 
we use the word / .W e  tend to forget that we only 
g radua lly  became aware o f  s e l f  and d istingu ished our 
self from other selves over a long period. As adu lts, 
you and I can m ake sense of the statem ents “I have a 
body” and “I am  m y body.” But the ab ility  to reflect, 
to th ink  about yourself, or— as m y oldest daughter 
once put it— to “see” a picture of yourself inside your
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head, is som ething that rarely develops before the 
age of six or seven. But even after a ch ild  has 
developed a picture of herself in her head, the ch ild ’s 
id en tity  develops only very g radua lly  and is rarely 
achieved or discovered before late adolescence.

The world of a child is also not neatly divided 
into an im al, vegetable, and 
m ineral. A n im ate and in ­
an im ate are rare ly  d is t in ­
guished reliab ly before age 
ten. A ch ild ’s whole world is 
a live and filled  w ith  con­
sciousness. An un fam ilia r 
object like  a stethoscope is 
just as lik e ly  to b ite as a dog 
or cat. Needles stick  you and 
hurt you; if  you move, they’ll 
hurt you more. A dults also 
d iv ide the world into fantasy 
and reality . W e know the 
difference between thoughts 
and th ings, dream life and 
w aking life. Not so for kids.
The child  who dreams of a 
monster under the bed wants Dad to check under 
there. If a ch ild  wishes Mom were dead— which 
means nothing more than that she would disappear 
for a w h ile— and she gets sick , the ch ild  feels she 
probably caused the illness.

W hat about the second word in our sim ple 
statem ent: “I w ill d ie soon”? The concepts of chance 
and probab ility can be d ifficu lt enough for adults to 
grasp. But they are v irtu a lly  absent from the world 
of a ch ild . The idea of a chance occurrence is foreign 
to the ir world. Things don’t just happen; everyth ing 
has an im m ediate and proxim ate cause. For exam ple, 
a sick child  feels that somebody or som ething caused 
him  to get leukem ia; somebody m ust have been 
angry  w ith  h im . Furtherm ore, the intravenous 
catheter for chemotherapy got infected because he 
d id n ’t take care of it properly, and now his mother 
is tak ing  him  to the hospital to be adm itted  for 
punishm ent. W orse still, the child  believes that it 
is because he messed up his last catheter that the

doctor is ordering (as punishm ent) an operation to 
get a new one.

A re la ted  prob lem  is the eg o cen tr ic ity  of 
children. W hen we say that an adu lt is egocentric, 
we hope to convey that he or she is inord inately 
concerned w ith  self. But children have no choice in 

th is  m atte r . T h ey  re la te  
e v e ry th in g  th a t happens 
around them  to their own 
feelings, ideas, and actions. 
If a ch ild  sees his m other 
cry ing , he feels he m ust have 
done som ething to upset her. 
If the doctor who is try ing  to 
draw blood is sw eating and 
sw earing in frustration  at 
not being able to find a vein, 
the ch ild  patient feels she 
m ust be doing som ething to 
m ake her veins hard to find. 
If  the c h ild ’s parents are 
cry ing  about the result of his 
bone marrow test, he m ust 
try to cheer them up because 

he was the one who “failed” this im portant test. If 
the doctor and nurse are ta lk in g  in  low voices in  the 
hall outside his room, they must be ta lk in g  about 
him .

In addition to th is age-related sense of self, 
children have their own sense of tim e. W h at would 
the word soon mean to a dying child? T im e for 
children is not a linear progression of hours, days, 
months, and years. A child  of five or six cannot feel 
the difference between two weeks and two months. 
Both are m erely a long tim e. T im e is essentially 
collapsed into the present. If the ch ild  is told that 
her grandm other is com ing to v isit “soon,” she m ay 
take that to mean that she should cancel her p lan  to 
go to th e  p layroom  so she can w a it  for her 
grandm other to come. In other words, the idea of 
having six months to live has no m eaning for a ch ild . 
Not only do young children have trouble w ith  the 
idea of physical tim e, but un til around age ten, they 
have no conception of personal tim e. They have no

To this day, pediatric 
health care providers and 

parents strongly resist 
using the word d y i n g .

All too often, the result of this 
need to deny is that terminally 

ill children die, but they are 
rarely seen or treated by their 
caregivers as dying persons.
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sense of a lifetim e in  which to plan and use their 
tim e.

W o rk in g  w ith in  th is d istinctive w orld , children 
sort out the ir experiences in  lim ited  categories, 
using  concretistic th in k in g . H aving a tum or m ay 
m ean som ething like  having a b ig  toe or having a 
baby in  your stomach as mothers do or having a new 
dress. If the nurse says the shot is lik e  a bee sting , 
the ch ild  m igh t expect the nurse to p u ll a bee out of 
the draw er and sting  h im  w ith  it. I f  being dead is 
lik e  being asleep, the ch ild  wants to keep the ligh ts 
and the T V  on in order to stay awake a ll n ight.

The C h ild ’s Conception o f  D eath

O n e  o f  t h e  t r ic k ie s t  w o r d s  FOR CHILDREN in 
the s im p le sentence “I w ill d ie soon” is obviously the 
word die. W h at in the world m igh t that mean to a 
ch ild  of four or e igh t or twelve? W ould  it  mean 
different th ings to ch ildren  of different ages or d if­
ferent stages of developm ent? This question has 
attracted  the atten tion  of scores of investigators. As 
a resu lt, we now know a good deal about how the 
concept of death develops in  children, particu larly  
how th is concept evolves in  the th ink ing  of healthy 
ch ildren .

In The D yin g C h ild  by W illiam  Easson (1970) 
and in  several more recent works that review scores 
of stud ies (see Carey 1985; Spence and Brent 1984), 
investigators argue that a ch ild ’s conception of death 
is linked  to stages of cognitive developm ent. For 
infants and toddlers, who have sensorimotor in te l­
ligence, death is s im p ly  separation. A ch ild  of th is age 
w ould experience separation from a parent through 
divorce in  the same way they would experience the 
death  of the parent. Death means noth ing more than 
“not present to m e.”

Preschool-aged ch ildren  use w hat P iaget called 
preop era tiona l though t and conceive of death as both 
separation and departure. To be dead is to be “liv ing  
under unusual circum stances,” like  in  a coffin that 
is nailed  shut and buried in the ground. A ch ild  in 
th is age range m igh t w ell express concerns about

ligh tin g  arrangem ents inside the coffin or whether 
a favorite toy or pet m igh t be allowed to accompany 
him . Furthermore, to preschool children, death is 
like  sleep, and dead people can feel when individuals 
v is it their graves. Some investigators have argued 
that children in th is age range conceive of death as 
reversible at least in  theory.

Children from the ages of six to ten use concrete 
operational thought. To them , death is real; it  can 
happen to people, and it  is irreversible. Some authors 
argue that children of th is age tend to personify 
death and to th ink  of it  in  term s of some outside 
agent.

A fte r th is  ag e , and p a r t ic u la r ly  w ith  the 
development of fo rm a l operational thought in  early 
adolescence, children conceive of death as involving 
irreversible decomposition of the body— as the “end 
of life .” In late adolescence, w ith  the development 
of a sense of se lf as rad ically  separate and un ique, 
death is also conceived of as the end of personal tim e, 
as a cruel personal blow, and as the loss of new ly 
developed in tim ate  relationships.

A lthough w idely  accepted, this analysis of the 
evolution of a ch ild ’s conception of death has also 
been challenged on two fronts. One challenge comes 
from those who feel that the differences between 
ch ildren ’s conceptions of death and those of adults 
m ay  h av e  b ee n  e x a g g e r a te d  b e c au se  o f 
m isinterpretation of the prim ary data (structured 
interviews of children and related instrum ents) or 
because of assum ptions made about the so-called 
adu lt conception of death. One of the more in terest­
ing challenges to these stages (called here the stan­
dard developm ental account) was offered by Gareth 
M atthews (1989 :136 ), who points out that “the 
Standard Developm ental Account seems to have as 
an im plication that anyone, adu lt or ch ild , who 
believes in  the im m orta lity  of the soul, let alone the 
resurrection of the body, is cognitively retarded .” Is 
the belief that personal continu ity extends beyond 
death a ch ild ’s or an ad u lt’s conception? How should 
one characterize the concept that the dead are liv in g  
in a special place called heaven? These studies m ay 
well have been conducted w ith  the assumption that
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the most h igh ly  evolved conception of death is that 
it  involves physical decompensation and personal 
ann ih ilation .

The other challenge to this standard develop­
m ental account has come from work w ith  popula­
tions of sick children. In the past, most studies of 
the ch ild ’s developing conception of death were 
conducted in populations of healthy children. But 
beg inn ing w ith  the ground-breaking work of M yra 
B luebond-L angner on ch ild ren  w ith  leukem ia  
(1978), investigators have discovered that the con­
cept of death in  m any populations of cr itica lly  i l l  
children does not follow this standard account. In­
stead, in these populations the conception of death 
seems related to experience w ith  illness and its 
treatm ent rather than to the ch ild ’s chronological 
age or stage of cognitive development. These recent 
challenges should rem ind health care professionals 
to use information about the relationship between 
age and concept of death only as starting  points in 
the d ialogue w ith  ind iv idual dying children.

B eyond “To T e ll or Not to T e ll”

BASED IN PART ON THE DIFFERENCES between the 
ch ild ’s world and the ad u lt’s world and the early 
studies of ch ildren ’s conceptions of death, it was 
common practice during  the 1950s and 1960s to 
sh ield children— particu larly  children younger than 
ten— from the realities of the ir illnesses. Some 
providers of care, however, objected to this “con­
spiracy of silence,” asserting that parents would find 
it  very d ifficu lt to m ain tain  such an approach, and 
that children would sense the w all of silence and lose 
trust in their parents and health care providers. This 
led to a controversy that lasted alm ost a decade over 
whether to te ll children the “tru th ” about their 
illnesses. Two w idely read observational studies con­
ducted  in  the m id -19 6 0 s w ith  populations of 
children w ith  leukem ia challenged this protective 
approach (Solnit and Green 1963; Vernick and 
Karon 1965). It was not un til the early 1970s, 
however, that formal studies of children w ith  life-

threatening illness were undertaken.
One of the earliest, undertaken by Eugenia 

W aechter (1971), involved a population of children 
between the ages of six and ten w ith  a variety of 
chronic diseases and a carefully matched control 
group of children w ith  acute illnesses and children 
who were normal. The General A nxiety Scale for 
Children was adm inistered to each ch ild . Each child  
was also shown a set of pictures and asked to te ll a 
story about the picture. The ch ildren ’s parents were 
also interviewed. A nxiety scores among children 
w ith  fatal illnesses were tw ice as h igh  as scores of 
other hospitalized children and three tim es as h igh  
as those of healthy children. Children w ith  a poor 
prognosis related stories that indicated a preoccupa­
tion w ith  death in spite of the fact that both parents 
and providers claim ed that no information had been 
g iven to the child  about the prognosis. And none of 
these children had d irectly told parents, providers, 
or the investigator herself about these feelings. Her 
study and others that followed confirmed the worst 
fears of those who had worried about the effects of 
silence on the child  patients. On the other side of 
the w all of silence, children were stru gg lin g  to deal 
w ith  their anxieties, their fears, their preoccupation 
w ith  m utilation , and above a ll, their loneliness and 
sense of isolation.

In the m id-1970s, John Sp inetta and Lorrie 
M aloney (1 9 7 5 ) pub lished  the resu lts of the ir 
studies of children w ith  leukem ia. Their findings 
(confirm ed by others) led ped iatric  health  care 
providers and parents beyond the long-stand ing “to 
te ll or not to te ll” debate. W hy? These studies 
docum ented that in sp ite of the best efforts to shield 
young children from the “tru th ” about their life- 
threatening illnesses, they managed to discover what 
was really go ing on. Even children as young as four 
years old were able to piece together information 
from the treatm ents they were undergo ing, from 
the ir observations and conversations w ith  other 
ch ild ren , from overheard conversations between 
adu lts, and from their parents’ nonverbal behavior. 
One of the more d isturb ing findings was that m any 
school-aged children had actively participated in  the
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conspiracy because they d idn ’t want to burden their 
distressed parents. Sick children were attem pting to 
parent by protecting their parents.

T ru th fu ln ess w ith  C h ild ren

PEDIATRIC HEALTH CARE PROVIDERS and parents 
have now taken the crucial first step toward tru th ­
fulness w ith  ch ild  patients. They have accepted the 
flaws in the conventional approach of sh ield ing or 
protecting children from the hard truths of their 
conditions. Children do not need to be shielded or 
protected from the truth . Furthermore, such efforts 
actually  make th ings more d ifficu lt because they cut 
children off from the people who can help them 
understand and deal w ith  what they are experienc­
ing. Nondisclosure, deception, and the all-too-com - 
mon practice of ly in g  to children have been rejected. 
R ea listica lly , th is now w idely accepted standard of 
openness w ith  children m ay have resulted as much 
from the fact that conspiracies are im practical and 
create d ifficu lt and often noncompliant patients as 
from any eth ical concern w ith  the needs or righ ts of 
children to know the truth .

Truthfulness w ith  a ch ild  involves a good deal 
more than the inform ation-dispensing that health 
care professionals com monly engage in  w ith  their 
adu lt patients. For one th ing , we s till have the 
rea lity -g u lf  between the ch ild ’s world and ours. 
Young children are lik e ly  to encounter sign ificant 
problems in  understanding the information they are 
provided. G iving them the “facts” or the “tru th ” 
about their condition is a dangerous and inadequate 
method of being truthful.

Flow, then, are parents and professionals to 
proceed? The first ru le, and the most obvious, is to 
be aware of self. Com m unication w ith  a ch ild  
demands that we as adults become aware of what we 
are com m unicating to them  before we even start 
try in g ! As Fred Rogers (“M ister Rogers”) and a host 
of others have told us, children listen more to what 
grown-ups do than to what they say. Even sm all 
children are astute observers of adu lt nonverbal com­

m unication. Because they have trouble interpreting 
adu lt language, they develop the sk ill of “read ing” 
adu lt behavior. Not surprisingly , many children are 
better than adults at reading nonverbal behavior.

Second, we m ust be sure that we are really ready 
to be honest w ith  them . Fiave we sorted through the 
list of dying  problems described above? Are we ready 
to respond to the problems they have? Children have 
a b u ilt- in  skepticism  whenever adults approach 
them. They do not expect honesty. They do not 
expect adu lts to take them  and their problems 
seriously.

Third , we m ust rem ind ourselves that com­
m unication w ith  a ch ild  involves a w illingness to 
avo id  in fo rm in g , e x p la in in g , and  le c tu r in g . 
Children expect adults to ta lk  “a t” them  rather than 
“w ith ” them . In fact, effective com m unication w ith 
them demands that we avoid ta lk in g  as much as 
possible. It demands that we listen . It demands that 
we relinquish control and let them  set the agenda 
for the conversation. Sounds sim ple. I t ’s not. W e are 
not used to le ttin g  ch ildren have control of any­
th ing , much less a conversation about d y ing  and 
death.

Fourth, th is process demands that we be w illin g  
to answer any and a ll questions the children m igh t 
have. It means looking for clues to their desire to 
know and understand more. It means le ttin g  them  
set the pace. Truthfulness w ith  children is a process, 
not an event. They w ill come to awareness in  their 
own way and at their own pace. It requires some­
th ing  that few adults have much of— the ab ility  to 
be patien t w ith  them.

And fina lly , it  means seeing our task as assisting 
them  in their efforts to come to awareness of their 
own illness-reality . It is their task. They want to do 
it , and we m ust believe that they can do it. W hether 
we want to or not, we cannot do this for them . John 
Spinetta and Patricia D easy-Spinetta (1981) have 
described this process as help ing children find ways 
of “f it t in g ” the awareness of illness, even fatal illness, 
into their ongoing lives.

W hen we need to use language in this conversa­
tion, it helps to keep in m ind the problems children
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m ay have w ith  ad u lt lan gu age . O bviously, we 
shou ld  avoid references to tim e as m uch as pos­
s ib le . W e  should avoid references to th in g s lik e  
chance and p ro b ab ility . W e  should use sim p le , 
c o n c re te  la n g u a g e  an d  av o id  a n a lo g ie s  and  
s im ile s . Because yo u n g  ch ild ren  have lim ited  
cap ac ity  to deal in  abstractions, we should avoid 
references to abstract ph ilo soph ica l, theo log ica l, 
and re lig io u s  concepts un less we are certain  of 
th e ir  “m ean in g ” to the ch ild . M y favorite exam ple 
is th a t of parents who becom e upset when conver­
sations about g o in g  to heaven and being  w ith  
Je su s  are a n g r ily  re jected  by ch ild ren  who would 
ju s t  as soon s ta y  hom e. W e  also need to be 
p repared  for an x ie tie s , concerns, and fears that 
m ay appear irra tio n a l or even s i l ly  from our adu lt 
p e r sp e c t iv e . W e  “k n o w ,” for e x am p le , th a t 
tum ors are not conscious, th a t they don ’t decide 
to grow  or to be res istan t to chem otherapy. W e 
know , too, th a t though ts cannot cause physica l 
changes to take p lace . W e  know there are no 
m onsters or bogeym en . B u t our know ledge of the 
w ay  the un iverse is p u t together is no help  to 
ch ild ren  as th ey  a ttem p t to m ake sense o f th e ir  
cond ition .

Beyond Truthfulness: 
Children as Decision Makers

AS DEMANDING AND COMPLEX AS THESE TASKS 
m ay sound, they are ju st the beginn ing— a g ian t 
first step in  the process of responding to the dying 
ch ild . So far, I have described the process of respond­
in g  to the inform ational needs of these children, of 
h e lp in g  them  develop an awareness of the rea lity  of 
the ir illness. But respecting them means much more 
than being tru th fu l. In the course of provid ing care 
to these patien ts, hundreds, if  not thousands, of 
decisions m ust be made. M ost of these decisions w ill 
involve interventions into their bodies, interven­
tions in tended to influence the course of their d is­
eases, interventions that m ay profoundly affect their

lives. In the context of chronic and po ten tia lly ter­
m inal illness, these decisions often involve treat­
ments that impose considerable burdens, sign ificant 
pain  and suffering, and d isturb ing side effects and 
risks. Moreover, in the context of term inal illness, 
these d ec is ion s often invo lve w ith h o ld in g  or 
w ithdraw ing treatm ents, even life-sustain ing treat­
ments. W h at role should the child  patien t p lay in 
m aking decisions about these interventions?

In the past, parents as guard ian s m ade a ll 
these decisions in  concert w ith  the ch ild ’s health  
care providers. T h is was ca lled  proxy consent. H ow ­
ever, as Langham  (1 9 7 9 ), G ay lin  and M ack lin  
(1 9 8 2 ), and others have po in ted  ou t, m any serious 
problem s are associated w ith  the idea th at parents 
should m ake these choices (see also Fost 1986). I 
have argued  again st the concept of paren ta l con­
sent, p a rticu la r ly  aga in st a p aren t’s r ig h t to refuse 
in terven tions of estab lished  benefit to ch ild ren  
(Bartholom e 1989). One of m y m ajor objections 
to the concept of paren ta l consent in  p ed ia tric  
p ractice is that it  rests on the m istaken  idea that 
ch ild ren  lack  the capacity  to m ake decisions about 
th e ir  illnesses and the ir treatm ent. On the con­
tra ry , ch ild ren  have a r ig h t  to  be trea ted  as 
develop ing persons, as persons w ith  a develop ing 
capacity  for ra tio n a lity , autonom y, and p a r tic ip a ­
tion in  health -care decision m ak ing .

The foundation for this r igh t to participate rests 
on the rap id ly expanding literature in developmen­
ta l p sycho logy on the dec isiona l capac ities of 
ch ildren. D uring the past decade, investigators from 
a w ide variety of d iscip lines have exam ined the 
ab ility  of ch ildren to m ake choices in  m atters like  
partic ipating  in  hum an-subjects research or receiv­
ing chemotherapy for treatm ent of their cancers, and 
in  a w ide  v ar ie ty  of other s ituations (M elton , 
Koocher, and Saks 1983). The im plications of these 
findings are profound. F irst, as philosopher Dan 
Brock points out (1988), these studies support the 
presum ption of fu ll decisional capacity for children 
over age fourteen. Second, these studies support the 
idea that ch ildren  as young as age seven have 
developed m any of the capacities needed to make
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good decisions. This is not to say that children in 
the age range of seven to fourteen should be granted 
the r igh t of independent consent granted to adoles­
cents and adults. But it  is to say that these children 
are fu lly  capable of partic ipating  in  the decision­
m aking process.

W hat should their role be? W h at should parents 
and providers do to respect 
th is evolving capacity? The 
concept that has evolved to 
describe th is  new ro le is 
called ch i ld  assent. It was first 
form ally incorporated into 
pediatric practice in federal 
regu la tion s govern ing the 
participation of children in 
h u m an -su b jec ts  research .
The N ational Com m ission 
for the Protection of H um an 
Subjects of B iom edical and 
Behavioral Research (1977) 
recom m ended that federal 
regu la tio n s requ ire inves­
tigators to obtain both the 
perm ission of parents to in ­
volve their children in re­
search a n d  the assent of the 
ch ild  subject. M any ch ild  
health professionals, and I 
among them , feel strongly 
that ch ild  assent m ust be­
come a standard part of pediatric practice in a ll 
decisions involving children from seven to fourteen.

C h ild  A ssent

THE CONCEPT OF CHILD ASSENT has four elements. 
The first (described above in the discussion of tru th ­
fulness) consists of assisting the ch ild  to develop a 
developm entally appropriate awareness of the nature 
of his or her illness. The second involves disclosing 
to the child  the nature of the proposed intervention, 
whether a diagnostic test or a treatm ent procedure.

Even more im portant, it involves disclosing to the 
child  w hat he or she is lik e ly  to experience in under­
go ing the intervention. The th ird  elem ent involves 
assessing the ch ild ’s understanding of this informa­
tion and the factors influencing the ch ild ’s evalua­
tion. And, fin a lly , assent involves the obligation to 
so licit the ch ild ’s expression of w illingness to accept 

the proposed intervention.
A n e x a m p le  o f th is  

p rocess m ay be h e lp fu l. 
M ary, an eight-year-o ld  un­
d e r g o in g  t r e a tm e n t  for 
leukem ia, is com ing to the 
clin ic to have an exam ina­
tion, blood test, and a lum ­
bar puncture (“spinal tap”). 
Her clin ic nurse would rein­
force the ongoing process of 
h e lp in g  M ary  to  have a 
d e v e lo p m e n ta l ly  a p p ro ­
priate awareness of the na­
tu re  o f h er i l ln e s s .  She 
m ig h t , for ex am p le , ask  
M ary once again  to explain 
to her what was wrong w ith  
her or to clarify w hy Dad had 
brought her to the c lin ic that 
day. She would correct any 
m isinform ation, answer any 
new questions M ary m igh t 
have, and provide education­

al m aterials. Obviously, this essential educational 
process is one that begins at the tim e of diagnosis 
and never ends. Second, both the laboratory tech­
nician and the physician would explain to M ary that 
she needed to have blood drawn and to undergo a 
spinal tap. They would make sure that M ary under­
stood what she would experience in  undergoing 
these procedures. The lab tech m ight rem ind M ary 
that having a blood test m eant having a needle put 
in  your arm  for a m inute to get some blood out. 
Third , they would assess the extent of M ary’s under­
stand ing of the disclosed information and any factors 
that m igh t be influencing her evaluation. They

Because young children have 
limited capacity to deal in 

abstractions, we should avoid 
references to abstract concepts 
unless we are certain of their 

“meaning” to the child.
My favorite example is that of 

parents who become upset 
when conversations about 
going to heaven and being 

with Jesus are angrily rejected 
by children who would 
just as soon stay home.
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m igh t, for exam ple, ask M ary to describe what she 
understood was about to be done and to explain to 
them  w hy these procedures were being done. And, 
fin a lly , they would so licit M ary’s expression of w il l­
ingness to have her blood drawn and to undergo a 
spinal tap. The laboratory technician m igh t ask 
M ary i f  she was ready to have her blood test. The 
physician m igh t inform M ary that he was ready 
anytim e she was ready to go ahead w ith  the spinal 
tap.

One reason parents and providers resist the con­
cept of ch ild  assent is that they fear, and don’t know 
how to respond to, ch ild  dissent. A lthough I attem pt 
to be sym pathetic to this fear of having to deal w ith  
d issenting children, it  is im portant to remember 
that children are very anxious to please adults and 
w ill do alm ost anyth ing to earn and m ain tain  the 
love and acceptance of parents and adu lt providers. 
I believe that children are extrem ely reluctant to 
dissent even when they should! Moreover, children 
often dissent only tem porarily in  an effort to gain  
some control over what is happening to them . Often 
they are attem pting to understand, try ing  to deal 
w ith  fear, or expecting som ething painful. The 
ob ligation to so licit assent forces providers and 
parents to hear and respond to these needs, even if  
an intervention is tem porarily delayed. The ob liga­
tion to so lic it assent also forces providers to acknow l­
edge that m anipulation, coercion, and force are to be 
avoided as much as possible. Even when providers 
and parents agree that an intervention m ust be 
undertaken against the wishes of a ch ild , assent 
requires that parents and providers explain the need 
for this procedure, acknowledge that the ch ild  is 
being forced to undergo the intervention against his 
or her expressed wishes, and apologize for the use of 
force. F inally , th is obligation forces both providers 
and parents to acknowledge that their interests and 
needs m ay be very different from those of the 
children.

Parents of term ina lly  i l l  children may be u n w ill­
ing to let go. They m ay be w illin g  to try anyth ing 
to avoid losing their ch ild . In contrast, the ch ild  who 
has been liv in g  the illness m ay be much less w illin g

to m ake a last desperate attem pt. A model of 
decision m ak ing that allows the child  patien t to 
participate dem ands that mechanisms be created 
and made availab le to providers, parents, and child 
patients in such conflict situations. In most hospi­
ta ls, such mechanisms do exist in case-m anagem ent 
conferences, psychological and social service con­
su ltation and counseling, and u ltim ate ly , review by 
a hospital-based ethics com m ittee.

The C h ild  as C are  P rovid er

Health care providers an d  parents, then,
m ust respect the needs of the dying  child  for infor­
mation and allow  the ch ild  an active role in  decision 
m aking. But the u ltim ate  (and large ly  unm et) chal­
lenge in caring for dy ing  children involves respect­
in g  ch ild ren ’s develop ing  capac ity  to care for 
themselves, to take control of their dy ing . Hospice 
workers have discovered that their patients cherish 
control as the most basic and im portant ethical 
value. D ying patients want the care offered and 
provided by the ir caregivers, but they want more 
than anyth ing to be in control of their own dying  
process. Children use a w ide variety of cognitive and 
behavioral strategies to reduce anxiety, to adapt to 
the demands of the ir illnesses and their treatm ent, 
and to achieve a sense of m astery and control over 
what is happening to them . To help them  avoid 
feelings of helplessness and hopelessness, adu lt 
providers m ust find ways to support them  in this 
im portant task. A llow ing  children m axim um  con­
trol over what is happening to them dram atically 
reduces the anxiety and stress of illness-associated 
pain and treatm ent procedures. The re lief of suffer­
ing demands that a ll care support th is sense of 
control and mastery.

If we w ish to allow  children to control their 
dy ing , we must face the alm ost universal preference 
of dying children to die at home. D ying children, 
just like  dying  adults, feel that at home they are 
lik e ly  to have more discretion in d irecting  their 
dying  process and in having their desires and needs
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m et. Children also need to be supported in doing 
the “g r ie f  w ork” of d y ing . They need to express their 
own sadness and sorrow at having to leave and to 
express the ir anger at having to die. Children also 
need to partic ipate in  p lann ing  funeral services and 
buria l arrangem ents. A ll these measures help sup­
port the coping strategies of dy ing  children and help 
them  to have a sense of liv in g  to the end.

The Demands of Respect and 
Care for the Dying Child

RESPECT FOR DYING CHILDREN involves a series of 
c h a lle n g e s  for th e ir  p aren ts  and  h ea lth  care 
providers. It means a w illingness to acknowledge

our lim ited  capacity to rescue them or to protect 
them  from death. It demands that health care 
providers accept the responsib ility for identifying  
term ina lly  i l l  ch ildren. It means a w illingness to 
respond to their experiences and to the problems 
they have w ith  their own dying . It means being 
w illin g  to be truthfu l and to assist them in  develop­
ing their own understanding of the rea lity  they face. 
It demands that we respect their developing capacity 
for autonom y by a llow ing them to participate ac­
tively  in m ak ing decisions about appropriate care. 
And it means supporting them and their coping 
strategies as they attem pt to m aintain  control over 
their lives to the end. It means, above a ll, a w ill in g ­
ness and ab ility  to trust that they can m anage their 
own d y ing , at least as w ell as “b ig  people.” @
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C A M D E N ,  he says, once had more industry per capita than 
any city in the world. “The record industry had its start 
here. Enrico Caruso first recorded here in Camden. Now 
we have to settle for scrap metal, sewage treatment and 
incinerators. W hen you’re on your knees, you take 
whatever happens to come by. . . . ”

Everyone who could leave, he says, has now departed. 
“W hat is left are all the ones with broken wings. I can’t te ll 
you what it does to children to grow up amid this filth and 
ugliness. The toxic dangers aren’t the worst. It is the 
aesthetic consequences that may be most dam aging in the 
long run. W hat is the message that it gives to children to 
grow up surrounded by trash burners, dumpsites and 
enormous prisons? Kids I know have told me they’re 
ashamed to say they come from Camden.

“S till, there is this longing, this persistent hunger. 
People look for beauty even in the m idst of ugliness. ‘It 
rains on my c ity ,’ said an eight-year-old I know, ‘but I see 
rainbows in the puddles.’ It moved me very much to hear 
that from a child. But you have to ask yourself: How long 
w ill this child look for rainbows?”

—Jonathan Kozol, Savage Inequalities 
New York: Crown, 1992, pp. 148 ^ 9
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Musical Trio. Oil on canvas by Marjorie Ryerson.
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A  Gift So Free
The Healing Arts fo r Our Nation’s Children

N a n c y  B .  B a r c u s

EARLY IN THE MORNING ON ANY SCHOOL DAY 
they come— from a ll the streets surrounding their 
school, w a lk ing  together in groups of two or three 
or c lim b ing  out of their fam ily cars at the school 
doorway. They are carrying som ething in  a long 
b lack case, and they carry it  w ith  great seriousness. 
Each of these children is part of the group of 125 
students who proudly carry home a school v io lin  
once a week, p lay it  for anyone at home who w ill 
listen , and carry it back the next m orning to pass on 
to a different ch ild . Faithfu lly they lay their violins 
on the steps of the school stage, asking when it  w ill 
be their turn again. They know the answer: “N ext 
week on your lesson day. W e have 25 violins for 125 
students!” But sometimes at the end of a day there 
are extra vio lins— the law  of f i v e  loaves a n d  two fish es  
at work— and a ch ild  gets an extra turn to take one 
home.

Home for these young v io lin ists includes m any 
settings, for each ch ild  has his or her own story, each 
a different reason for the in tensity of enthusiasm .

Nancy B. Barcus teaches creative writing and violin at J . H. Hines Elementary 
School in Waco, Texas.

For citation: Barcus, Nancy B. 1993- “A Gift So Free: The Healing Arts for Our 
Nation’s Children.” Second Opinion 18, no. 4 (April): 43-57.

Am ong them is Raym ond, who, w ith  his younger 
b ro th e rs  and  s is te r s ,  liv e s  n ea rb y  w ith  h is  
grandm other, because his fam ily is separated and his 
father w ill not be return ing for a long tim e. He 
shows an im m ediate ap titude for the v io lin  and 
appears after school regu larly , ask ing for another 
turn to borrow one.

There is Charla, who has lived in a series of 
houses w ith  her mother— often w ith  no heat, ligh t , 
or running water— and sometimes practices her 
v io lin  at a large vacant lot. There several adults sit 
on abandoned furn iture, bu ild ing  a sm all bonfire to 
warm themselves, and rem ain together long hours 
into the n igh t as the children roam and p lay around 
the edges of the lot. C harla’s v io lin  always comes 
safely back to school w ith  her, and she hands it  in 
w ith  a sm ile.

There is Edward, from a large close-knit fam ily 
who recently arrived from Mexico and lives w ith  
several other fam ilies in  a b ig  old house near 
downtown. A t least a year behind in his schoolwork 
and slow in  language development, Edward p lays 
the v io lin  by ear w ith  a happy expression and good 
pitch. Often he needs to be prompted in the m iddle 
of a song, for he m ay forget the sound of the next 
line, but when he recalls it , he can p lay every note.

T h e  H e a l i n g  A r t s  f o r  O u r  N a t i o n  s  C h i l d r e n
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H is older brother, now 16 and out late at n igh t 
roam ing the streets, showed the same love of v io lin  
when he was younger and mastered one song per­
fectly , alw ays sm ilin g  as he p layed it. Now his 
younger sister is ask ing for lessons.

As I recall these and so m any other students, I 
notice the zest w ith  w hich children who have less 
than the ir share of th is w orld ’s tang ib le benefits 
arrive a t school each m orning, once they have found 
som eth ing that works for them . I am struck by how 
m uch school seems to mean to them.

W atch in g  them , I know again  w hy I am  drawn 
to teach ing in  m y c ity ’s pub lic  school system , for I 
have come to believe that in  the pub lic schools good 
th ings m ay s till happen for ch ildren in a world gone 
aw ry. It was th is b e lief that drew  me away at m idlife 
from a career path as a co llege w riting  teacher and 
p u b lic  relations spec ia list w ith  a private vio lin  
stud io  on the side. I became instead a regu lar class­
room teacher and then a special instructor in the fine 
arts, focusing on m usic and w riting  for young 
ch ildren . I wanted to do a sim ple th ing— to offer to 
ch ildren  what I knew of the fine arts and the creative 
experience.

I recalled teachers from m y own childhood who 
had offered me hope, and I was determ ined to offer 
a s im ila r hope to m y own students. Through my love 
of creative w r itin g  and v io lin  study, I had ex­
perienced the arts as a positive force in childhood. 
T hat experience became for m e a tangib le evidence 
that some th ings in  life  are beautifu l and good and 
that anyone m ay possess that goodness in  the inner 
life— no m atter w hat is happening outw ardly. I 
w anted to carry th is experience from m y own life to 
the ch ildren  I now encounter, for I found that the 
arts could break through m any kinds of personal 
despair and produce a degree of inner happiness. I 
believed that the arts could heal and sustain , for they 
had done so for me. I recalled m y early experiences 
of the arts as personal b u ild in g  blocks, as whispers 
th a t life  is about m uch more than can be seen, and I 
im ag ined  that others too m igh t find those beautiful 
and good th ings reflected in  the arts to be sym bolic 
of the finest attribu tes of God. I hoped that the arts
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m igh t somehow offer others a staying power, a 
promise of better th ings ahead. I recalled the power 
of m usic to prom ise what is yet unseen, sensed again  
the m agnetism  of color and texture in  the visual arts 
as a h in t of undiscovered beauty, felt the reassurance 
of a lin e of poetry rising to the top of m y m ind on 
unexpected occasions. I wanted to im part the stay­
ing power of these experiences to the children I 
knew.

Background
M y  desire to teach  in  the public sector
grew  out of m y association w ith  M ount Zion, one of 
W aco ’s four b lack U nited M ethodist churches, and 
w ith  the children I m et there. I began a p ilo t pro­
gram  in v io lin  for the children of the church ages 
three through ten, using m y experience in Suzuki 
v io lin  instruction. I remember the first lesson of a 
boy barely three. I tucked the v io lin  under his chin 
to show him  how to hold it  on his shoulder. Then I 
put the bow in his fingers, carefully. U sually  I 
followed standard procedure and broke this d ifficu lt 
technique into several l it t le  steps, but I could see he 
just wanted to hold it  and see how it felt, so I pushed 
the bow across the A -string, gu id in g  his hand. H is 
eyes w idened; he looked up at his mother nearby and 
then down again , as I let go and he made his own 
sounds. For 10 m inutes we watched his expression 
of fascination and surprise. I fin a lly  had to persuade 
him  to let go.

The older children in the church responded 
s im ila r ly , and as they began to p ractice, they 
dem onstrated what educators everywhere already 
know— that any child  can learn anyth ing if  he or she 
rea lly  wants to. “W h at do you do about those 
children who can’t learn the v io lin ?” someone asked 
me. “W e don’t have any children like  that at M ount 
Z ion,” I responded. “Every child in  that church can 
p lay the v io lin !” And during those years of the 
M ount Zion vio lin  program , it  was tru ly  so.

The response of the children in  the church pro­
gram  convinced me of the untapped potential in
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m any of our c ity ’s children and led me to explore a 
position in the W aco public schools. The career 
change came sim p ly , when it  fina lly came. In such 
sim ple ways, tim e ripens and the purposes we recog­
nize as God’s take shape w ithout fanfare in our lives.

It was the fall of 1 9 8 6 .1 had planned a friendly 
lunch w ith  an official in the W aco school d istrict. 
W e had m et at a volunteer recognition luncheon, 
and we had gotten together 
once or tw ice since to share 
our ideas about education, 
a b o u t c h i ld r e n ,  a b o u t 
developing the ir potential.
On that day, I told her of m y 
decision to seek a teaching 
job— that it  was tim e to act 
upon m y em erging convic­
tions. She listened w ith  un­
derstand ing  and em pathy.
As we parted, she said , “I w ill 
call you .” W hen she called, 
she had three suggestions—  
a ll in the W aco Independent 
School D istrict as an elem entary teacher. I had no 
elem entary certification, I rem inded her. “There are 
ways to solve th a t,” she said. Suddenly the door was 
open. I could choose a school, app ly for an emergency 
teaching certificate, and begin  in January  1987. It 
was already November. I had six weeks to alter 
everyth ing about m y daytim e life.

J .  H. H ines E lem entary School lay  in East W aco, 
a predom inantly black area. Its principal, a strong 
b lack educator, was— as it  happened— already an 
acquaintance. She had called me a few months before 
to discuss m y program  w ith  the children of M ount 
Zion and had even visited there one evening. W hen 
I v isited  her school in  return , I had discovered she 
was someone whose educational goals and love for 
children coincided w ith  m ine. Now, six months 
later, she was looking for a first-grade teacher.

This was the school. These were the children. I 
would go to J .  H. Hines.

The school is part of a typ ical urban school 
d istrict in a m idsize town— population 100,000 ,

not includ ing  the suburbs. The liv ing  here is not 
easy. A lthough the area does not have the m agn itude 
of crim e that larger m etropolitan d istricts have, the 
children do not w alk  to school alone, and they ta lk  
about— and live w ith— the likelihood of household 
break-ins. Their fam ily income qualifies more than 
85 percent of them for free lunch and breakfast. Like 
most ch ildren  everywhere, they come to school 

dressed clean ly and neatly, 
som etim es w ith  an ex tra 
quarter in their pockets—  
though its loss is an occasion 
for tearful outburst. N early 
a ll the children have some­
one at home who “wants 
them to m ake i t ,” though 
they m ay w ish that the per­
son were mother instead of 
g ran d m o th e r , or m o ther 
and father instead of only 
one parent. Circum stances 
in  the ir lives seem  often 
beyond con tro l, m ore so 

than for m any ch ildren their age. M oney is short; 
ligh t b ills  go unpaid; phones are suddenly taken out; 
addresses unexpectedly change; children are shifted 
from school to school as fam ily luck rises and falls.

The ch ild ren ’s scores on national and state 
standardized tests sometimes cluster at the lower 
end among schools in our city . In addition, the state 
of Texas has placed the school in  a h igh -risk  category 
along w ith  other schools across the state that have a 
student population that averages around 80  percent 
econom ically d isadvantaged, is more than 80 per­
cent m ino rity , and has a h igh  school-to-school 
m ob ility  rate.

The principal of our school welcomed me when 
I decided to cast m y lot there, because she believed 
her children were capable of much more than they 
had displayed. She wanted very much to try  some 
new approaches.

I notice the zest with which 
children who have less than 

their share of this world’s 
tangible benefits arrive at 
school each morning, once 
they have found something 

that w o r k s  for them.

T h e  H e a l i n g  A r t s  f o r  O u r  N a t i o n 's  C h i l d r e n

45



Despair
I DO NOT LIKE TO RECALL MY FIRST SEMESTER 
of teach ing . Never had I felt such hopelessness. The 
th in gs I d id  not expect happened, and the th ings I 
most expected d id  not happen. A ll m y previous 
experiences of success proved of no help. I was an 
im m ed iate failure. The romance faded qu ick ly . The 
ch ild ren  and I rap id ly  became real people, w ith  all 
our im perfections surfacing from hour to hour. I 
needed more patience— w ith  the children and w ith  
m yse lf— than I had ever im agined. On the fourth 
day I ca lled  in  sick. A ll day I thought hard about 
w hy I had w anted to do th is d ifficu lt th ing . I tried 
to rem em ber and to hang on to my in it ia l expecta­
tions, to understand anew w hy I had come. I saw 
that it  was hard work I had taken on.

I was surprised how m uch I m inded the confine­
m ent of the classroom. M y other jobs had offered 
p len ty  of variety , and some had involved lots of 
com ing and go ing— no hours-on-end w ith in  four 
w a lls , beneath fluorescent ligh ts , and behind a 
closed door, w ithout telephones; no friendly in ter­
ruptions; only 20 m inutes for lunch (not counting 
the 5 m inutes to w alk  the children to the lunchroom 
and back again). There I was— a naive new teacher 
who w anted to help ch ildren— w ith  the children 
them selves, who were more experienced at the gam e 
called  “school” than I was.

I d id  not expect the noise problem— hallways 
that echoed— the need for precisely defined w alk ing  
procedures. I knew nothing of the need to see that 
ch ild ren  picked up their feet instead of stom ping 
them  or m ak ing them  c lick  on the tile  floors. Nor 
d id  I have an answer when the ch ildren ta ttled  on 
each other, loud ly , in  front of other classrooms where 
they knew  our noisy l it t le  group would be noticed. 
I d id  not know how to handle the constant bids for 
m y atten tion  in the classroom, the ca llin g  out of m y 
nam e, the g e ttin g  up and com ing to m y desk— one, 
then two, then ha lf the class stream ing toward my 
desk in  a breakdown of order. Nor did I know the 
hazards of the penc il sharpener— the incessant 
g rin d in g  of the crank in the m iddle of a lesson and

the pencil leads deliberately broken to in terrupt an 
assignm ent.

Hardest of a ll, too m any children were incessant­
ly  active. Settle one, and another would pop up w ith  
an urgent request. And w hile I tended to it , s till 
another outburst— Tony suddenly crying for his 
mother in Florida, Lettie tak ing  off her shoes and 
k ick ing  them  where she could not reach them , 
Candy bursting into tears because she thought I did 
not like  her, Tom k ick ing  Susan to annoy her.

I te ll the tru th , because so many who are suc­
cessful in this venture neglect to te ll us about those 
first days. W e watch them  and seem to believe that 
some th ings are just easier for others, that w e’re not 
one of the lucky ones. But for most of us, there is no 
shortcut. Those first days were the longest I had ever 
known. I had no idea that teachers days were filled  
w ith  such th ings. I felt m y m ind jum ping qu ick ly 
to th ink  what I m ust do, to anticipate the next crisis 
before it happened. M y life became filled  w ith  
strategies. I was exhausted every day. I wondered 
how the calm er and more seasoned teachers around 
me d id  it. And I began to watch them  and to pray 
that I would soon understand something that now 
eluded me.

An Outsider’s Lesson:
I and Thou

I BEGAN TO UNDERSTAND THAT ONE PROBLEM 
was m y being an outsider to the children s world 
cu ltu ra lly , in m y prior experiences, and physica lly , 
in m y w hite Anglo-Saxon exterior. I looked and 
seemed like  a stranger to them , and I had to bridge 
that gap, for them  and for myself, before anyth ing 
good could happen. I saw that any healing activ ity  
must be entered into w ith  the same expression of 
sp iritual redem ption that I recalled in m y reading 
of M artin  Buber’s I a n d  Thou . 1 I needed to see and 
encounter the ch ildren-as-m yself and nonverbally 
com m unicate that level of care and acceptance. That 
attitude had to come first, before the g ifts I offered
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George Washington Jones. Charcoal and wash with Chinese white by Edward H. Potthast.

The Brooklyn Museum, 33.392, Peter F. Schofield Fund.
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could be received. W hatever I hoped to im part was 
of no consequence w ithout that message.

I discovered that to “receive another as m yse lf” 
I had to p u t aw ay any tendency to compare habits, 
life-sty les , values, or anyth ing  else and seek only to 
understand the ch ildren  in  a ll the fullness of their 
personhood. C h ild ren , as cann ily  as adu lts— or more 
so— know when they are not received. M y students 
tested m y sincerity , as i f  to 
learn w hat I was “m ade o f ’ 
and w hat I rea lly  thought of 
them . I found a need to hold 
ste ad y  and not to sh rin k  
m e n ta lly  from  th e ir  p res­
su re , for th a t w ith d raw a l 
would be the very s igna l they 
expected and were on the 
alert for. They d id  sm all but 
serious th ings to “assault m y 
good in ten tions,” as if  to say,
“W il l  you also go aw ay—  
and w hen?” I had come for 
good reason, and I rem inded 
m yse lf to hold out. If I had voiced what I was 
tem pted to say in  those hard-pressed m om ents, or 
believed w hat I was tem pted to believe during  those 
hard tim es, they w ould have been able to conclude, 
“Yes, it  is as we thought. W e  have exposed your true 
fee lin gs . W e  have detected  w hat you th in k  of us 
in  ju s t one s lip  of a phrase w h ich  seems lik e  a 
pronouncem ent to us. W e know more about you 
than you th in k .”

I saw how precisely the children could detect in 
m y eyes any conviction that they were poorly 
regarded , how keen was their ab ility  to p ick  up 
signa ls of despair or rejection. I learned, too, that 
ch ild ren  who act inappropriately— to test one’s reac­
tion— really  w ant to be well-regarded and u ltim ate­
ly  to perform  w ell. And I discovered, before it  was 
too la te , the k ind  of toughness required to stand 
before ch ildren  and believe in  their potential, even 
before they have g iven  any evidence or encourage­
m ent to do so. I learned how to express m y h ighest 
expectations more assertively , and s till k in d ly , and

to insist that the children g ive me in turn  what I 
came to expect from them .

I understood why m any outsiders like  myself, 
who come to places like  this w ith  the best of in ten­
tions, often leave. I have read the books by experts 
who have sojourned aw hile and gone away to w rite 
their reports, narratives, chronicles, and statistical 
explanations, verifying and exp lain ing the dire con­

victions they have come to 
exp erien ce  th ro u g h  th e ir  
own disappointing ventures. 
And I also understood the 
burden of history, that long 
legacy of racial m istrust that 
we s till carry about w ith  us 
and that the children have 
in h e r ited  w ith o u t under­
standing what has gone before 
to separate us and confuse our 
coming together.

As I strugg led  to learn to 
be a teacher, I recalled the 
d isbelief of co-workers and 

friends when I had explained m y decision to come 
to H ines. M y listeners, even m any who knew me 
w ell, had seemed afraid for me, had rem inded me of 
m y “m any sk ills  and accom plishm ents,” and had 
declared that I would be “lost” in such a setting. 
They had asked me why I couldn’t just live out my 
ideals in the setting I already had and offered a 
sp lendid list of reasons w hy m y idea was ill-advised . 
F inally , they had said they were sorry— that I would 
be sorry too as tim e went on, and I would regret my 
decision. These thoughts assailed me m any tim es. I 
remembered the adm onition of Jesus that “No man, 
once p u ttin g  his hand to the plough and looking 
back, is fit for the kingdom  of heaven.” The words 
made me trem ble. D isciples are not allowed to give 
up.

I went one evening to a concert of religious 
m usic, and I heard the glorious songs that once had 
inspired me and filled  me w ith  zeal. I listened and 
felt only anger. God did not seem to offer what those 
songs promised. I felt betrayed by such splendid

I saw how precisely the 
children could detect in my 
eyes any conviction that they 
were poorly regarded, how 

keen was their ability to pick 
up signals of despair 

or rejection.
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feelings as these. And I felt flat and unable to 
respond to an y th in g  about the w orshipful ex­
perience, as others around me sang and sm iled and 
entered in. I felt only numbness. I ’ve got to believe 
again , I thought, as I listened. I cannot continue to 
live this way. M y thoughts flashed back to m y 
schoolroom, where T ina said , “I can’t do i t ,” and 
Kenny broke a ll the new crayons I gave him , and 
Joseph stamped his new hard-soled boots in the 
hallw ay so they would echo clear to the cafeteria. As 
the sing ing  continued, I prayed through m y num b­
ness that God would stand w ith  me.

I want now to report life beyond these doubts 
and failures. Good th ings w ill happen if  endurance 
is possible, and there are ways to w ait out the storm 
and fashion a personal com m unication style that is 
effective am id numerous difficu lties. I stayed long 
enough to discover these th ings. W ith  a sometimes 
heavy heart, and a heavy reliance on the faith I had 
declared to lie at the root of m y being, I sim ply 
turned stubborn and hung on.

Mixed Results
I REMINDED MYSELF, AS TIME WENT ALONG, to 
focus on the days when I had seen some good things 
happen— days that were, to be sure, m ixed in their 
results, but w ith  enough good to bring me back the 
follow ing m orning.

There was D avid, who liked  to color instead of 
read and w rite— though he could do a ll th ings w ell. 
He drew pages of in tricate swords, shields, saw­
toothed im plem ents, m edieval weapons. He drew 
the human body w ith  a ll its internal organs, copying 
freehand from the encyclopedia and labeling every 
part. He was a lead ing troublem aker— starting  
th ings, then g e ttin g  out of the way w hile others took 
the blame, sm iling  m ischievously as those less clever 
went to the “tim e-out chair” in the back of the room. 
There was Shayla, who could hard ly read but began 
to w rite  tw o-line stories w ith  at least one unusual 
detail or im age— a w rinkled  dog, a lost piece of 
Church’s fried chicken. And Corey, who began w rit­

ing  fu ll-page stories about pet bears v is it in g  him , 
w h ile Susan, next to him , im agined pet cats, rabbits, 
and dogs com ing to her b irthday parties.

I noticed how m any children responded to color 
and to the pictures in  the stories we read. I brought 
m y own box of crayons and a large easel pad, so I 
could turn  a ll the restless eyes in  m y direction. I 
made the front of the room a “television screen,” 
draw ing pictures as I taugh t social studies, science, 
literature. The children asked for more pictures. I 
saw them  begin to copy on their papers what I was 
d raw ing, asking me for directions so they could 
im itate . W e put the m athem atics problems on paper 
in p icture form, w ith  crayons or colored pencils—  
slow ing down the math process enough for com­
prehension to dawn in children who found m y 
lessons too rushed and too abstract. W e became 
artists at work, from m orning to afternoon.

I noticed that the ch ildren d id  not always 
respond to textbook lessons designed  for “a ll 
ch ild ren .” I th in k  too m any “g re a t” ideas are 
designed for children in ideal circum stances, devised 
by people who have not spent a long enough tim e 
where so m any children in Am erica really go to 
school. D aily , we m ust w rite our own textbooks—  
m odifying, innovating, d iscarding. The students we 
most want to reach— those who seem in te lligen t to 
us in  sp ite of their previous performance— need 
som ething else.

I recall a day in  the classroom. Kevin is not 
listen ing . He is th ink ing  about his pencil, which the 
g ir l next to him  took and hid in her desk, because 
she said she needed one and he had five. H is 
grandm other gave them to h im , he said , and they 
are a ll he w ill g et un til next month. H is m other has 
moved out of the house, and his grandm other is in 
charge of the seven children. It w ill not be his turn 
for pencils again  for a while. He wants his pencil 
back and is not w orking— pouting, know ing the 
teacher w ill believe the lit t le  g ir l and not him , 
because th ings are usually his fault. He sits slum ped 
over, works slow ly, not saying why he is pouting, 
staring around h im , p ick ing  at his paper w ith  his 
fingernail, half-listen ing, w aiting  for me to notice.
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I am try in g  to exp lain  paragraphing. Sandra, a 
second-language studen t, is crying and not w orking 
because she doesn’t know w hy everyone else thought 
the cat in  the p icture we are describ ing was a mother 
cat, when m aybe it  was the father; and w hy everyone 
else knew  the cat was s itt in g  on a bannister, when 
she d id n ’t. (W h at is a ban­
n ister?) I take her aside for a 
lesson in  personal w o rth i­
ness. She is very in te llig en t.

T h e  te x tb o o k  a s s ig n ­
m ents m ay ask ch ildren  to 
w r ite  about b u ild in g  tree 
houses, or m ak in g  scrap ­
books, or ta k in g  tr ip s  to 
other c ities— th ings beyond 
th e  e x p e r ie n c e  o f m an y  
f a m ilie s . F ru s tra t io n  and 
fears are easily  tr iggered  by 
un fam iliar requests. It takes 
f le x ib ility , open-endedness, 
no preset dem ands, to teach. W e m ust alw ays be 
prepared to shift to another plan. The textbooks 
were not w ritten  for us. Every day we make up a new 
chapter!

Som eth ing was w ork ing. It made me certain 
that underneath the facade of commotion and d is­
trac tin g  behavior was a w e llsp ring  of in terest, 
ab ility , even ta len t, untapped because it  was hard to 
g e t to it , the ch ildren  as yet too unfocused for me to 
draw  it  out. I called upon th is positive result every 
tim e I felt d iscouraged. I had seen some good th ings 
happen. There w ould be more.

The Resilience of Children
A n y  READER OF ROBERT COLES'S MOVING narra­
tives o f conversations w ith  children (19 9 0 ) is struck 
by the children’s resilience. W hile  we shake our 
heads at “what children have to deal w ith ” and at 
how much they hurt, we notice w ith amazement 
that they keep hanging on anyway, sometimes 
fashioning their own wisdom as they go along. Even

their eyes say they haven’t g iven  up yet. A brief 
season of kindness from someone, in  words or in 
nonverbal g ifts of hope, m ay keep them  on the road 
just a l it t le  longer. In fact, they seem to w a ll them ­
selves off from what is too painful in their lives, as 
if  they know how much they can handle, and they 

m ust tem porarily set it aside 
so that they can live in  the 
day at hand.

It is th is resilience, this 
lig h t of hope burn ing in each 
ch ild , that became the foun­
dation for what I hoped to 
accomplish. On that founda­
tion I could begin  to lay out 
the increm ental steps that 
w o u ld  le a d  to a c h ie v e ­
m en t— firs t steps tow ard 
w r it in g  flu en cy  and first 
sk ills  in  v io lin  performance. 
A n d  w h en  a c h ie v e m e n t 

slow ly came— from one ch ild  and then another— I 
saw the importance of always delivering sm all in ­
crem ental steps, in  just the r igh t size to be success­
f u l ly  re c e iv e d . B ec o m in g  m ore ex p e r t as a 
child-w atcher, I began to discern what was happen­
ing as each ch ild  proceeded toward a degree of 
success in  v io lin  p lay ing  and in the development of 
verbal fluency. After a year, when I was reassigned 
as a roving creative w riting  teacher for the entire 
school w ith  part of m y schedule reserved for violin 
classes, I began to watch closely for every signal of 
success and to s tu d y  w h at happened , as the 
ch ild ren ’s in terest in  accom plishm ent began to 
quicken.

A Change of Attitude
SUCCESS, THE FEELING THAT “I CAN DO some­
thing— something I really want to do,” comes from  
participation in a very desirable activity. Once 
children have attained some skill in the arts, their 
feelings o f accomplishment lead to success in other

I think too many “great” ideas 
are designed for children in 
ideal circumstances, devised 

by people who have not spent 
a long enough time where so 

many children in America 
really go to school.
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areas of schoolwork. I watched some of the children 
and began to keep brief anecdotal records of the 
changes in their academic schoolwork and in their 
behavior. W h at happened justifies classifying the 
fine arts among the healing arts, for the children 
began to reflect a very different feeling about them ­
selves, as if  they knew who they were and no longer 
felt themselves d rifting , angry, and unaccustomed 
to success.

Some students had seemed alm ost afraid to try. 
D em etrius erased line after line as he tried  to draw 
a butterfly, because it  did not “look r igh t” to him . 
He seemed to want to erase it  before anyone laughed 
at him  or told h im  it  was “not good enough.” 
Another ch ild  was reluctant to w rite more than a 
sentence and even more reluctant to show me what 
he had w ritten , as if  fearing I would point out a 
correction. “I know th a t’s not r ig h t,” he would say. 
“I was just in a hurry .” He d id not want me to point 
out a s ingle error. If anyone found a m istake, he 
would crum ple up his paper and say, “I knew that 
wasn’t any good. I just wasn’t concentrating,” or he 
would m ake another excuse that meant “This isn ’t 
really the k ind of work I do. I really do everyth ing 
perfectly. I just haven’t shown you ye t.”

The reactions of these children make me wonder 
how m any other children sit in our classrooms afraid 
of the verdicts that w ill be rendered against them. 
They have experienced enough of school to know the 
verdict is com ing. Their only fear is when, and their 
only goal is to avoid any situation that w ill point out 
those shortcom ings. Such children spend a ll their 
energy d iverting  the teacher and their classmates 
from the task of learn ing— by any means possible.

A  ch ief elem ent in  a ll that happened was finding 
that respectful entry-approach to children, for its 
discovery led to their m ak ing “connections” w ith  the 
arts, and to their inner selves. For some, the arts were 
a welcome alternative to athletics. A lthough ath ­
letics are well-accepted as a road to achievem ent—  
perhaps u n re a lis t ic a l ly — not a ll ch ild ren  feel 
successful in com petitive situations. The arts can be 
noncompetitive— every story unique, every p icture 
stamped w ith  one’s personal sty le , every song played

recognizably and to one’s own satisfaction, some­
tim es even beautifu lly, and always enough to bring 
a sm ile. Best of a ll, the arts are inclusive. The talents 
needed for their achievem ent are inherent to some 
degree in each person. A ll who participate may 
achieve a tangib le result— a poem, a story, a p icture, 
a song sung or played.

The Arts as a Healing Activity
AN ARTISTIC ENDEAVOR AT ANY LEVEL can be­
come a tangib le expression of the Beautifu l and the 
Good, and if  one later moves toward a fullness of 
faith , one m ay discover that some of the essence of 
God has been reflected in prior artistic  experiences. 
This sounds like  a lot to ask of the arts on behalf of 
children, especially of children in pain. But in  the 
day-to-day life of ch ildren, artistic experiences do 
have a soothing and a ca lm ing effect, once a clim ate 
can be sustained in which children w ill reach out to 
try them . As long as learn ing is presented increm en­
ta lly , so that a ll results stand alone and are not 
compared w ith  any other, each tangib le result w ill 
be a cause for celebration. M ain ta in ing  a philosophy 
of inclusivism , however, is v ita l when we offer the 
fine arts as a healingaxx. for ch ildren. This inclusivism  
is d ifficu lt for adults, and especially for teachers, 
because the more h igh ly  trained they are and the 
h igher the ir own “personal standards” have been, the 
more dem anding they feel they should be.

Yet we m ust look only at the journey of the 
ind iv idual ch ild , doing nothing to hurt or hinder 
any who trusts us enough to learn from us and to put 
out tendrils of achievement. The tem ptation we hear 
in our heads is the voice of our own trainers who 
always “judged our resu lts,” m ak ing us restless, 
dissatisfied, perhaps tem pting us to disown the 
works of our hands. If we pass on this rejection from 
our own histories to the children whom we now 
teach, it  w ill be felt by them w ithout a word from 
us and m ay cancel a ll we have hoped to lead them  
toward, no m atter how m any the long hours of 
forw ard p rogress. Once these o ld  censors are
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removed, the encounter w ith  the arts serves to free 
the human sp irit as nothing else can do.

M any of the children I first worked w ith  in our 
school had lit t le  experience in draw ing or pain ting  
and felt insecure when I offered them  the oppor­
tun ity . “Show me how,” they would say, add ing, “I 
can’t .” W hen we first began w riting  stories, they 
were qu ick  to te ll me they “d idn ’t know how” and 
had “nothing to w rite about.” W hen they asked 
their parents if  they could learn to p lay the v io lin , a 
typ ical reaction to their question was “W h y?”

But so much of that has changed now that it 
takes some rem em bering to call it  back. Children 
are read ily w riting  stories in  numerous classrooms, 
in an approach to w ritin g  where expressing ideas is 
prim ary and correction for spelling and gram m ar 
comes later. A local art consultant has helped the 
children approach art easels for expressive pain ting  
w ith  a ll the confidence in  the world. And more than 
a hundred children happ ily carry one of the 2 5 school 
violins in and out of school once a week for home 
practice, return ing them in good condition. Not 
m any of them  say any longer that they “can’t ” or 
“don’t want to .” They have had a taste of w hat it  is 
to accomplish som ething, and that makes them 
clamor for more. Sometim es they come knocking at 
the door after school to ask if  “tomorrow is the ir day 
for v io lin .” They sometimes try to come through the 
doorway into class, even on days when it is “not their 
tu rn ”— just in  case it  is th eir day, after all.

A  few of the children who come to m ind when 
I th ink  of those who have made a connection  w ith  the 
v io lin  are Tracy, M ary, Teddy, and David.

• Tracy, w ith  the sweet sm ile and sh in ing brown 
eyes, who wore slippers to school for several days 
w h ile w a itin g  for a pair of shoes; who s till could 
not read or w rite  coherently at the end of th ird  
grade— although a federally funded intervention 
program  was g radua lly  help ing her; who adores her 
m other, a p retty lady who lived in a large house 
fu ll of unrelated adults and often sat on the front 
porch w ith  them a ll day long p lay ing  cards and 
en tertain ing the visitors who pu lled  up in  their

cars. This ch ild  loved the v io lin  and begged to take 
it  home, although her mother sent word at first 
that she did not want the v io lin  carried home—  
perhaps for security reasons— but later changed 
her m ind. This is a ch ild  who faith fu lly  practices 
and p lays w ith  perfect p itch  but who needs the 
large posters w ith  the color-coded notes on them , 
because she cannot remember the songs.

• M ary— whose awkward left-handed m astery of the 
v io lin  took two years and who s till looks uncom ­
fortable when she p lays; who keeps try ing  because 
she likes the satisfaction of producing a tune she 
likes; who often takes care of younger sib lings at 
home when her single-parent mother is at work; 
whose sensitiv ity is also apparent when she writes 
stories w ith  colorful and unusual im ages, the same 
aptitude we noted in  her older sib lings.

• Teddy— who needs a brief private lesson instead 
of a class lesson, because his frustration is easily 
triggered  by com petition from his classmates and 
his seething aggression consumes too much class 
tim e. B y h im self he is fu lly  focused on the v io lin , 
p lay ing  tunes over and over w ith  alm ost in tu itive 
m astery. H is mother has been rem arried two or 
three tim es since Teddy began school and has never 
been to a recital.

• David— who does not p lay w ell because he is busy 
th ink ing  and can hardly be jogged to attention for 
physical activ ity . He enjoys com ing to class to read 
the books that are on the shelves for the children 
to read w hile aw aiting  their turn to p lay. He has 
perfect p itch , an in tellectual understanding of how 
to p lay , and can learn a song in  one session, though 
not w ith  the physical sk ill necessary to become a 
seasoned p layer. I wonder if  he th inks of his 
mother, who disappeared last year. He lives w ith  
his grandm other now.

Every tim e a child  learned to p lay , I was amazed 
a ll over again . Those d ifficu lt and m u ltip le  coor­
d ination movements had fina lly  resulted in  a song.
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I could hard ly believe it , no m atter how often it 
happened.

Before com ing to J .  H . H ines, I had taugh t 
children whose parents wanted them  to learn. Now, 
the ch ildren  com ing to me had never considered 
p lay in g  the v io lin  before, and their parents— when 
they w ent home to te ll about it— were skeptical. I 
heard one m other say to her young son, “Y ou?” and 
sm ile as i f  she doubted he could do it. But Kenneth 
had been begg ing  me for a year to show him . Like 
so m any other students at J .  H . H ines, he d id  not 
believe in what he could do. W hen he first came to 
v io lin  class w ith  20 other fourth-graders, he talked 
too m uch and often in terrupted to get m y attention 
during  instruction . He was very im patien t w ith  
h im self and gave up easily  on a ll his schoolwork; he 
d isp layed the same pattern  in his approach to violin . 
But he loved the v io lin  and seemed not to want to 
g ive up. H is face would shine w ith  a sm ile as he 
learned to set his fingers down on enough notes to 
p lay  his first tune, “T w ink le , T w inkle, L ittle S tar,” 
in four different rhythm  patterns. H is foot would 
tap s lig h tly , and his body lean into the v io lin  as he 
p layed the song.

W hen  we began a new rhythm  or a new tune in 
class, he would stop com ing to class for a w h ile , as 
if  he could not succeed again  and dared not fail. I 
stopped h im  after school one day and begged him  
not to be so hard on h im self and made him  promise 
to try  again . He came back, interrupted the class to 
dem and help, and nearly had to be sent out for 
causing a disturbance. But he cared so much about 
the v io lin  that he somehow found the self-control to 
contain his em otions, and he learned the next song 
too. I watched him  concentrate and learn it. He 
could do it. He was a ll r igh t after all.

He p layed one of the few solos in the school 
concert that spring. Dressed in  his Sunday clothes, 
th e v io lin  under h is ch in , he looked an ge lic , 
transported, as he p layed. The song was “Reach O ut 
and Touch Som ebody’s H and . . . (m ake th is world 
a better place— if  you can).” That evening, he made 
the world a better place— because he could p lay. 
T ired as I was, day after day at v io lin  tim e, I was

never too tired for this k ind  of m iracle. Everything 
else m ust take a back seat.Transformation, new 
hope— that is the greatest m iracle of all.

Practical Changes
Besides the miracle of learning  to m ake 
m usic, other specific and practical changes took 
place among the children. V io lin  requires children 
to exercise the self-discipline necessary to m aster a 
complex sk ill. It requires differentiation of move­
ment in  the righ t and left hands and total bodily 
involvement. Before they can p lay , ch ildren m ust 
learn to screen out peripheral d istractions and to 
concentrate on producing a song. By doing so, they 
have extended their concentration tim e. They have 
learned to correctly sequence m any sm all steps. They 
have developed a sense of d irectiona lity  involving 
righ t-left, up-down, back-front, and other paired 
distinctions. They are extending their ab ility  to p lay 
by ear, to memorize, to refine eye-hand coordina­
tion, and to process a set of w ritten  symbols in the 
complex task of decoding w ritten  m usic.

In w ritin g , they have extended their early flu ­
ency development into an extension of the im ag ina­
tion, find ing other ways of th ink ing  and feeling than 
the im m ediately obvious. A longside such popular 
topics as N in ja  T urtles, go-carts, mansions, and 
lim ousines, they incorporate in their w ritin g  the 
water lilie s  of C laude M onet or the sailboats of 
V incent Van Gogh, for their w ritin g  is often based 
on visual art. They have learned to personalize 
famous pain tings and to “step inside” a pain ting  to 
create a story as if  they were there. They have learned 
to m entally “live” in worlds beyond the one that 
presses most im m ediately upon them . They have 
“seen in to” more worlds than their own, and more 
worlds than the ones in the popular media.
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A Backward Look
NOT THAT EVERYTHING AT OUR SCHOOL is sud­
denly easy now, or that the days go perfectly. W e  
live in the same world we began w ith. The difference 
is that we have cultivated many more expressive 
capabilities to occupy us from day to day and a

greater w ill to attem pt new th ings. As a school we 
have taken up th is vision a lit t le  more each year. In 
the five years since the changes began, we have also 
shifted to a Montessori educational philosophy that 
supports these same goals. M y involvement, how­
ever, continues to be concerned w ith  the im pact of 
the fine arts on children. I s im ply arrived at th is
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school at the r igh t tim e— at a tim e when the p rin ­
cipal and the d istr ic t were w illin g  to undertake new 
th in gs for ch ildren.

There m ay be no w ay that standardized tests can 
docum ent the changes we believe to have occurred, 
but those of us who have worked w ith  the children 
are certain  that som ething sign ificant has happened 
for them . W e can only hope that they w ill be able 
to in ternalize enough of it  to provide some staying 
power through the d ifficu lt years ahead. In the 
m eantim e, those who v is it our school today say they 
can “feel” som ething different in  the atmosphere and 
in  the dem eanor of the children.

I hasten to add that we are not producing 
p rod ig ies or even future fine arts professionals at our 
school, though we m ay see a few before we are 
fin ished. There is not m uch financial support or 
transportation availab le for intensive, continuing 
p rivate study. W h at we are seeing is an increasing 
num ber of ch ildren  who have been exposed to the 
arts and have claim ed them  as their own, w ith  the 
declaration that they “can do” them. W e are seeing 
ch ild ren  who love and enjoy m usic, art, and words. 
W e  believe we are b u ild in g  a base for another 
generation of ch ildren  who w ill ga in  parental sup­
port, as a resu lt of the creative development which 
these children have enjoyed firsthand. And we know 
already that m any of our ch ildren  w alk  w ith  a greater 
sp ring  in  the ir step on some days because of their 
accom plishm ents— achievem ents they now openly 
declare to others.

As for those first ch ildren— or even the ones still 
w ith  us today— no one can say yet how much better 
they w ill fare in  life as a resu lt of these efforts. In 
m any ways the ch ildren  are as they were when we 
began. But in  other w ays, they are g reatly  changed. 
W e know w hat we have seen. W e know that they 
feel good now about some parts of their lives. W e 
know that they enjoy sharing every sm all achieve­
m ent. W e  have seen them  sm ile. And we ourselves 
have felt the im pact of those sm iles, as we remember 
how it a ll began . . .

A  G i f t  So F r e e
I REMEMBER THE DAY ALEX WROTE A POEM. He 
was a fifth-grade boy who was unpredictable, show­
ing signs of som ething special in  class but not always 
com ing through w ith  it. I had asked him  to stay after 
school for a conference, and I sensed he was ready to 
show me som ething more. “A lex ,” I said, “can you 
w rite a poem ?” Suddenly he grabbed his pencil and 
began w ritin g  furiously, as i f  snatching the words 
out of the air. First he scribbled the tit le , “The Rose 
That Had No Stem .” Then his words followed like  
ligh tn in g . The rose had grown, his poem said, a l­
though it  was separated from the stem . It grew , he 
said, because of the sun and somehow also because 
of some unspoken m iracle. I looked at m y bookshelf. 
There on top of it  was a photograph of a rose grow ing 
so close to the ground that it  appeared to have no 
stem. I had never viewed it  that way before. The rose 
became an im age of life and of a ll who labor, in spite 
of their d ifficu lties, to become som ething special:

The Rose That Had No Stem

One bright sunny day I woke up to see 
A bright red rose just below me.
But I noticed something that made me frown. 
The rose had no stem to grow in the ground.
I said to myself, what a strange, strange sight. 
How can a rose stand up, without a stem of might?
I said to m yself again, I’ll just sit and wait,
T ill the sun comes out and makes it grow great. 
Then the sun came around, a cloud of ligh t,
And it  shined on the rose, so clear, so bright. 
There was a stem, so small and so thin.
M y eyes got big— then a smile and a grin.
I’m so happy to see 
The sun help me 
And a rose grow a stem 
As a g ift so free.
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“We are all children, and thank God we 
are. The problem is we don’t know it 
well enough. This is one of the things 
Jesus taught us—to struggle toward 
childhood and never forget it or outlive 
it. And to retain within ourselves 
whatever shred of innocence and trust 
and willingness to engage ourselves 
with the world in the yearning and 
unashamedly vulnerable way that 
children possess.”
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Struggling toward Childhood
An Interview with Robert Coles

Robert Coles has distinguished him self as a physician, teacher, and w riter who has 
made the world o f children his specialty. Beyond the classrooms o f the medical 
school and Harvard College, where he is an immensely popular teacher o f under­
graduates, one is likely to find the prize-winning author on the lecture platform  
or at the writing desk— or quietly reading authors on whom he has written at book 
length: W alker Percy, W illiam  Carlos Williams, Flannery O’Connor.

Other book titles, however, suggest his career-long interest in children: The 
S p iritu a l Life o f  Children, The M oral Life o f  Children, and The Political Life o f  
Children, along with the earlier five-volume series The Children o f Crisis. More 
than any other serious author, Dr. Coles has brought the needs o f children to public 
attention. He has infused his questions with issues o f spirituality and faith and has 
heard children speak out o f their fears and hopes.

Editor Martin E. Marty recently spoke w ith Dr. Coles in an interview which set out 
to discern the world o f this particular listener, to grasp the context out o f which 
his concerns for children and for spirituality have grown.

Second Opinion: I f  yo u  w ere 
asked to w rite  a lit t le  book on a 
b ig  subject, one that has a bearing 
on the m eaning of life, religion , 
p h i lo s o p h y , th e o lo g y ,  w h a t 
would it be?

Coles: I ’d have to choose luck, 
though social scientists are so bent 
on determ in ism  that they don’t 
u sua lly  allow  for luck  in  their 
v a r io u s  m e th o d o lo g ic a l an d  
theoretical explorations. Luck for 
me goes righ t back to m y parents 
m eeting each other at a dance in

Boston, where they both went to 
school— m y m other was from 
Sioux C ity , Iowa, and m y father 
from Yorkshire, England. Luck 
for me means having run into 
Perry M ille r when I was an under­
g rad ua te ; I not on ly took h is 
course but stum bled into him  in 
the lib rary and had a conversation 
w ith  him  that eventually led to his 
being a tutor for me. Luck is his 
recommendation that I w rite m y 
th e s is  on W i l l i a m  C a r lo s  
W ill ia m s ’s long poem Paterson 
and m y later g e ttin g  to meet W il­

liam s. And luck is the result of 
being so taken w ith  what he was 
try ing  to do that I m yse lf became 
a physician— really in response to 
his life. Luck to me means m y 
m other’s long-stand ing interest 
in the Catholic W orker move­
ment even though she was Epis­
copalian, and her te llin g  me once 
w hen I was in the dep ths of 
despair in  m y second year of m edi­
cal school, “W h y don’t you th ink  
of some other people besides your­
self? W h y  don’t you do som ething 
to be in  touch w ith  people who are
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h u r t in g ?” So I sought out the 
C atholic W orker com m unity on 
the Lower East Side and got to 
m eet Dorothy Day. And fin a lly , 
th e m ost im p o rtan t lu ck  was 
being stationed in the A ir Force in 
B ilox i, M ississipp i, in 1958 when 
the whole c iv il r igh ts strugg le  was 
ju st b eg inn ing . I had fought like  
the dev il not to g e t that assign ­
m ent, but instead of go ing  to Lon­
don or Tokyo or San Francisco, I 
e n d e d  u p  in  c h a rg e  o f  th e  
p sych iatric  un it of an A ir Force 
hosp ita l in  B ilo x i, M ississipp i. 
R ig h t before m y eyes I saw some 
b lack  people beaten up and ar­
rested for try in g  to sw im  in  the 
G u lf of M exico. Then a year later 
I ran into R uby B ridges. I was on 
m y w ay to a m eeting in  N ew Or­
leans and asked a policem an w hy 
tr a f f ic  w as b e in g  d iv e r te d . I 
learned that the mobs were there 
because a b lack ch ild  was strug ­
g lin g  to g e t into a desegregated 
school. She was the only ch ild  at­
ten d in g  the school— the w h ite 
boycott was total. I saw all this 
and then got so caught up w ith  
w hat I saw that m y whole life 
changed. I stayed in  the south, got 
invo lved  w ith  the c iv il r igh ts  
m ovem ent, and spent years g e t­
tin g  to know the b lack and w hite 
ch ildren  who in itia ted  desegrega­
tio n . A nd one m ore exam ple: 
when I was a resident in  pediatrics 
at C h ild ren ’s H ospital in  Boston, 
w e happened  to have a po lio  
ep idem ic. W ith o u t that epidem ic

For citation: Coles, Robert. 1993. “Struggling toward 
Childhood: An Interview with Robert Coles.” Second 
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I w ouldn ’t have got involved w ith  
those k ids, and I doubt that I 
would have developed m y interest 
in stress and children.

So a ll life is luck. I ’m just 
g iv in g  you one person’s account, 
but isn ’t  that the story for a ll of 
us? I th ink  th is is a b ig  part of 
faith: we know in our heart of 
hearts that w e’re here by luck , we 
never know when we are go ing  to 
leave, and we are at the mercy of 
fate and chance and circumstance. 
I th ink  it  is pride, if  not hubris, 
for us to try  to conquer our exis­
ten tia l anx ieties w ith  form ula­
tions and constructs and theories 
and determ inism s, to try  to get 
control of what is u ltim ate ly  un­
controllable.

S e c o n d  O p in i o n :  T h e o lo g ia n  
David Tracy says that we live our 
lives and do our th ink ing  in the 
face of “fin itude, contingency, and 
transience.” You die. Things just 
happen. Everything passes. You 
chose the m idd le term : contingency. 
If th ings just happen and luck 
prevails, where do final m eanings 
come in? W here does it  make 
sense to ta lk  about God?

C oles: God comes in for me be­
cause one tries to find some way of 
th ink ing  about a ll th is, m orally, 
e th ic a lly , h u m an ly . A nd God 
comes in for me because he was 
handed to me by m y mother when 
I was grow ing up— in the form of 
the H ebrew prophetic tradition 
and the life of Jesus. I ’m sure that 
people who g rew  up in  other 
re lig io u s  trad itio n s find  other 
ways to deal w ith  “final m ean­

in gs ,” as you put it, but for me, 
go ing to church w ith  m y m other 
and listen ing  to her ta lk  were very 
im portant influences. I also got to 
listen  to a continual d ia lectic  be­
tw een her and m y father, an MIT 
scientist. He was half Jew ish  and 
ha lf lapsed-Catholic, but he had 
no religious bearings. He was a 
very passionate positiv ist in  the 
m iddle part of this century, a tim e 
when positiv ism  reigned in  the 
in te llectual world. He was a scien­
tist and a skeptic. And he and m y 
mother carried on a 60-year con­
versation about these m atters. M y 
father was a Republican and had 
what I would call an enlightened 
conservatism. He worried about 
problem s but was skep tica l of 
hum an in s titu tio n s , in c lu d in g  
po litical ones, and I have increas­
in g ly  grown to respect that skep­
ticism .

For me faith  has been m y 
m other’s passionate in terest in not 
so much the C hristian church but 
the life of Jesus and the choices he 
made on earth— the people he 
kept company w ith , the people he 
was interested in , the people he 
wanted to heal. The fact that he 
came to us not as a college profes­
sor or a cap ita list or a doctor or a 
lawyer, as she used to rem ind us, 
but as a carpenter who associated 
w ith  poor and hum ble fishermen 
and peasants. M y m other had a 
g re a t d ea l o f resp ec t for the 
p ro p h e ts— J e r e m ia h ,  I s a ia h , 
Amos, M icah— and for the con­
tinuation of that trad ition  that she 
saw in Jesus. She rem inded us all 
the tim e that Jesus lived among 
the poor and worried about the
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poor, the hungry, the vulnerable, 
and also, she would alw ays add, 
the outcasts, the rebuked, and the 
scorned, people who were not b ig  
shots, who d idn ’t become profes­
sors at fancy universities or w rite 
books. That was the great moral 
lesson for her, which she tried  to 
im part to us— though apparently 
w ith  no great success in the sense 
that m y brother and I are liv ing  
the com fortable lives we have 
lived. But so did she, and she was 
aware of the contradictions that 
she lived out— preaching this to 
us, reading the C atholic Worker, 
but also liv ing  a very comfortable 
life herself.

Second Opinion: So we have your 
m other’s world and your father’s 
world. In Am erican pub lic life, 
people like  you live m ain ly  in  the 
“father’s w orld” of skepticism  and 
s c ie n c e , w h e re  r e l ig io n  is  
c r i t ic iz e d  or r e g a rd e d  w ith  
suspicion. W here does “m other’s 
w orld” come in? Do many of those 
around you figh t off the world of 
fa ith , suppress th e s ig n a ls  of 
r e l ig io n , in te n t io n a lly  igno re 
theology or any ta lk  about God? I 
find that in public settings like 
the academ y there is ignorance of, 
or ignoring of, relig ion— but that 
behind the scenes m any search for 
what religion has been directed 
toward. Do those who restrict 
themselves to the world of skep ti­
cal in qu iry  m iss out on some­
th ing?

C oles: I th ink  there is a loss, and 
I th ink  part of it is cu ltu ral and 
po litical. Our cu ltural world is

“I think this is a big 
part of faith: 

we know in our 
heart of hearts that 
we’re here by luck, 

we never know 
when we are 

going to leave, 
and we are at the 

mercy of fate 
and chance 

and circumstance.”

often embarrassed by moral and 
sp iritual m atters or is unable, or 
unw illin g , to take them to heart, 
and the same goes for the po litical 
world. In the early 1950s I took 
Perry M ille r ’s course called “The 
Classics of the C hristian T rad i­
t io n ,” and I rem em ber M ille r  
po inting out that th is was alm ost 
the only course in the entire H ar­
vard curriculum  at that tim e in 
w h ich  these tex ts  w ere taken  
serio u sly . He w asn ’t teach in g  
them  in  order to be clever about 
them ; he was teaching them  for 
their moral and sp iritua l content. 
Then, a few years ago Bob K iely , 
who is a professor of English here, 
and I gave a course in the core 
curriculum  called “The L iterature 
of Christian R eflection .” And I 
felt that we were handing along a 
trad ition to the students the way 
it had been handed to me, as at the 
end of W alker Percy’s novel The 
Moviegoer. M any of the students 
were asking us the same questions 
you ’re asking: “W h y  do you teach 
th is  at H arvard? It ju st is n ’t 
done.” N ow, th is co llege does 
have a sp ir itu a l trad ition , and 
un til around 1900 the co llege’s 
m ission was to in still character in 
the students. But that m ission was 
lost in  the early part of th is cen­
tury when science, social science, 
and the secular world took over in 
the name of “progress.” And th a t’s 
been happening ever since. Some 
ind iv iduals, of course, resist that 
and stand for other princip les and 
values, but the general power of 
secular agnosticism  is s till very 
significant.
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Second Opinion'. Y ou use the 
word still. The German theolo­
g ian  Gerhard Ebeling says that 
s t i l l  signals a whole philosophy of 
history. It relates to som ething 
the way that cancer in the marrow 
or the worm in the apple does. 
U n w i t t in g ly ,  one is  s a y in g : 
“There w ill be less of it  in  the 
fu tu re .” Is that the case w ith  the 
reason, science, and progress that 
we associate w ith  the older sty le of 
th e  e ig h t e e n t h - c e n t u r y  En­
ligh tenm ent, w hich shaped our 
cu lture so decisively?

C o les: No, I th ink  the E n ligh ten­
m ent w ill continue. I th ink  there’s 
a part of us that wants to know 
m ore . W e  have a G o d -g iv en  
capacity to explore, to be curious 
and in terested , to try  to find out. 
And we also have a God-given 
capacity to invest that explorative 
c a p a c it y  w ith  o u r p r id e . So 
w hether you ca ll it  narcissism  (as 
the psychoanalysts like  me call it) 
or the sin of pride (which is a 
better w ay of th ink ing  about it 
because i t ’s just part of who we are 
to take know ledge and connect it 
to our self-im portance), w e’ll con­
tinue to believe in progress. But I 
do see som e d isen ch an tm en t. 
W ho can look at th is century and 
not take note of Goebbels, w ith  
his Ph.D. in  com parative litera­
tu re  from  th e  U n iv e r s it y  of 
H eidelberg , and H eidegger w ith  
h is  d is t in c t iv e  p h ilo so p h ic a l 
achievem ents, both of them  con­
nected— one more v iru len tly  than 
the other— to the N azis? Or Ju n g , 
w ith  his g reat depth of knowledge 
about the human m ind , who fell

“My mother 
reminded us all the 
time that Jesus lived 
among the poor and 
worried about the 

poor, the hungry, the 
vulnerable, and also, 

she would always 
add, the outcasts, the 

rebuked, and the 
scorned, people who 
were not big shots, 
who didn’t become 

professors at 
fancy universities 
or write books.”

p re y  to  som e o f th e  c ra z ie r  
“science” of Nazism for a w hile? 
And others— in the c lergy , in 
m edicine, in  law , in the in tellec­
tu a l w o r ld — have fa lle n  in to  
s im ilar error. So this a ll comes 
back to what Ralph W aldo  Emer­
son said over 150 years ago in his 
A merican S cholar add ress: th a t 
character and in te llec t are not 
necessarily the same. And once 
you have that awareness— that 
you can be very smart and evil, 
and not very smart and relatively 
good— you’re on a different road. 
This century m ay have taugh t 
some of us that we no longer can 
connect the po litical rationality 
th a t’s attached to M arxism , the 
exploration of the m ind th a t’s 
connected to Freud, or the social 
and  eco n o m ic  r e a l i t y  o f th e 
p rogressive m ovem ent in  th is 
co u n try  to som e no tion  th a t 
hum an beings are go ing to be fun­
d am en ta lly  d ifferent. W e m ay 
m ake some “progress,” but the 
fundam ental sinfulness, the fun­
dam ental hum anity w ill s till be 
there.

Second Opinion: Ju st as you used 
the word still, now you speak of no 
longer. W e can “no longer” live 
w ith  tw istings of rationality as in 
M arx; but in  our enlightened cen­
tury serious people keep gettin g  
swept up into such tw istings: we 
th in k  o f C . J .  J u n g ,  M artin  
H eidegger, Jean -Pau l Sartre, and 
a ll the intellectuals who fell for 
fascism , N azism , or com munism . 
So what w ill replace critical faith 
or reason now: belief in one’s tribe, 
one’s race, one’s nation?
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C oles: W e ll, w e’ve had p len ty of 
racial and ethnic wars, and those 
continue. But I hope for a Chris­
tian ity  ever renew ing itse lf  for 
people like  me, a C hristian ity  that 
connects itse lf  to what Jesus told 
us a g a in  an d  a g a in  in  h is  
p ilg r im age . And a C hristian ity  
that I’d like to connect w ith certain 
writers— with Flannery O’Connor, 
w ith  W alker Percy, w ith  George 
Eliot (even though she m igh t be a 
l it t le  embarrassed by it), certain ly 
w ith  Tolstoy and Dostoyevsky, 
w ith  D ic k e n s  (w h o , in  m y 
op in ion , is a deep ly C hristian  
w r ite r— can anyone read Little 
D orrit w i th o u t  t h in k in g  o f 
Jesus?). These great novelists and 
great storytellers connect in m y 
m ind w ith  Jesus, who him self was 
a storyteller. The parables are ter­
r ib ly  im portant, and they con­
nect, even for those writers who do 
not in any way regard themselves 
as C hristian . Raymond Carver, for 
instance, is a wonderful Am erican 
storyteller, and whether Carver 
said he was a Christian or not, his 
story “A Sm all Good T h in g ,” to 
m y m ind, is a message from a soul 
that can nourish us, just as, of 
course, Jesu s can. “Bread and 
W in e” was w ritten  by Ignazio 
Silone, another lapsed Christian. 
But you cannot lapse in Chris­
tian ity  once you’ve w ritten  “Bread 
and W in e .”

Second Opinion: W h en  these 
people draw on Christian themes, 
they are in the zone where one- 
th ird  of the w orld ’s people live. 
But the other tw o-thirds do not 
live there, and Christians are not

g o in g  to co n v ert ev e ryb o d y . 
Thomas M ann says that the world 
has, and w ill continue to have, 
“many centers.” There are worlds 
of Buddhism , H induism , Islam , 
and the like . How w ill these re­
late, be renewed, and change?

C oles: I hope th a t  a l l  th e se  
religious centers w ill be strug ­
g lin g  in their own ways w ith  their 
own idioms and trad itions, away 
fro m  th e  ex ce sse s  o f  in ­
stitu tionalization and toward one 
an o th er, tow ard  our com m on 
h u m a n ity , our com m on v u l­
n erab ility . As creatures of lan ­
guage and awareness, we have a 
common need to understand what 
this life means, to understand as 
best we can, in the ex isten tial 
sense, where we come from and 
what we are and where we are 
go ing. Not only in  the biological 
or psychoanalytic sense of those 
q u es tio n s , b u t in  th e hum an  
sense. Creatures of know ing and 
awareness want to understand the 
m eaning of this brief experience 
called life as best we can, w ith  the 
help of our Tolstoys, w ith  the help 
of Jesus and the prophets who 
preceded h im , and if  I were in the 
M oslem  or H indu world , w ith  
whatever help they offer.

Second Opinion: In your book 
The Spiritua l L ife o f  Children  we see 
that children do not have generic 
faith so much as a repertory of 
im ages relating  to their fam ily ’s 
specific faith trad ition . Islam ic 
ch ild ren  reflect th e ir  p aren ts ’ 
world, and so on. W hat i f  that 
world is fu ll of a religion engaged

less in healing than in k illin g — as 
are some of the extrem ism s, now 
code-named “fundam entalism s,” 
a ll over the globe? W h at is it 
about religion that leads people 
both to heal and to k ill?  W h y do 
people of faith need to connect it 
to power, often murderous power?

C oles: Probably because w e’re so 
u tterly , qu in tessentia lly human. 
R elig ion  comes out of us human 
beings. I t ’s a series of stories and 
fantasies— and I use the word f a n ­
tasies in  a nonpejorative sense—  
handed down over the generations 
by hum an beings from one to 
another as they s tru g g le  w ith  
some in ten sity  and angu ish  to 
m ak e  sen se  o f l i f e .  E ven in  
children we see an in tim acy be­
tween love and m ean-spiritedness 
that is sim ply part of our human 
equipm ent. W e don’t need Freud 
to te ll us this when he ta lks about 
Eros and Thanatos, or lib id in a l 
drives and aggression. W e sim ply 
need to look in the m irror— each 
of us— to know that part of our 
equipm ent has to do w ith  attach­
m ent and yearning and affection 
and goodness but that another 
part of us is our capacity for envy 
and com petitiveness. A ch ild  in a 
fam ily  w ith  another ch ild  feels 
moments of resentm ent, and these 
moments of resentment can be 
w rit large and be part of the story 
of what hate is about. I was ta lk ­
ing  yesterday w ith  a carpenter 
who was w orking on our house. 
He and his wife have a l it t le  boy, 
an 18-m onth-old, and they had 
just had another child . And this 
man said to me, out of his strug-
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g les as a father, out of a perplexed 
innocence and also some anxious­
ness, “W h y  is it  that m y boy now 
is so moody and so testy and so 
d ifficu lt w ith  th is lit t le  baby and 
wants to be so mean toward his 
l i t t le  b ro ther?” I said  to h im , 
“Look, welcom e to the hum an 
race. H ere we are.” This is our 
condition.

S e c o n d  O p in io n :  A t his stage it  is 
p rim al, not yet related to formal 
sym bols of relig ion . But at 18 he 
hears someone say, “A llah  wants 
us to conquer that tribe, and so . . .

C o les: W hen  he’s 18 he’ll come to 
H arvard C ollege, and he’l l  find 
out how th ings can be sorted here, 
depending on which house stu ­
dents live in , or which club they 
belong to, or whether they are 
ca lled  jocks or nerds. B u t the 
an im osities, the tensions, the d is­
trusts, the skepticism — these are 
part of an ordinary com m unity of 
p riv ileged , en ligh tened  18-year- 
old college students in a strong 
country; th ey ’re not starv ing , not 
vu lnerab le as are m any people in 
the M idd le East, who often don’t 
know where their next m eal is 
com ing from. And people wonder 
w h at’s go ing  on in Bosnia-Her- 
zegovina.

S e c o n d  O p in io n :  And A lgeria  . . .

C o les: Yes, A lgeria . And then I 
lis ten  to the w ay we ta lk  about one 
another in our facu lty m eetings, 
or I hear people at the Boston 
Psychoanalytic Institu te ta lk ing  
about a “rival in s titu te .” Here are

m iddle-aged people, a ll of whom 
have been analyzed and analyzed, 
and  th e y ’re b a d -m o u th in g  a 
group of fellow hum an beings 
p ractic ing  the same profession. So 
war and hate are not only the 
property of relig ion ; they are part 
of who we are. And these realities 
won’t be altered by 35 years of 
psychoanalysis, by the best federal 
program s we can devise to rescue 
us from poverty and vu lnerab ility , 
or even by democracy. T hey’re 
part of our hum anity.

S e c o n d  O p in io n :  How, then, did 
Dorothy Day begin to begin to 
so lv e  i t ?  W h y  do som e in ­
d iv id u a ls , some g roups, some 
com m un ities that you m et in 
B iloxi or wherever offer some ex­
em plary alternatives?

C oles: D orothy Day began  to 
“solve” the question by just liv ing  
w ith  it , w ithout proposing a clear 
and concrete solution. She d id n ’t 
ever th ink  this problem could be 
“solved,” but she felt she could 
strugg le  w ith  it  herself and hope 
th at by exam ple others w ould 
strugg le  w ith  it  in such a way that 
they weren’t hectoring and lectur­
ing . Sometimes the im pulse to 
teach and reform can be the basis 
for more, rather than less, trouble. 
Once we start tak ing upon our­
selves the notion that we know 
som eth ing, that we should te ll 
someone else how to behave, w e’re 
on a very treacherous path. I un­
derstand that we have to get on 
that path because I believe in 
teaching, in te llin g . But how you 
do it  and w ith  what sense of who

you are, whether w ith  a sense of 
humor or w ith  irony, whether you 
can laugh  at yourself occasionally, 
whether there is a conversation 
you have w ith  yourself, never 
m ind w ith  your students or those 
you want to change— this is a ll- 
im portant.

I lived one sum m er w ith  the 
C atho lic W orkers. I rem em ber 
Dorothy Day gettin g  fed up and 
w ithdraw ing. I remember her at 
tim es being tem pted to argue and 
then apologizing. I remember her 
at other tim es becoming d ifficult 
and then a day or two later saying, 
“W e ll, look at the way I behaved. 
How sad for me. How sad for a ll 
of u s .” W e ll, that q u a lity  is rare. I 
don’t th ink  i t ’s often encouraged 
in  universities, in psychiatric and 
psychoanalytic tra in ing  centers, 
or in churches either.

S e c o n d  O p in io n :  You mention 
church and by im plication  the 
c lergy profession. Let’s look at 
what professionals have in com­
mon in m edicine, law , and m in is­
t r y . T he p ro fe ss io n a ls  know  
so m e th in g  ab o u t th e  hum an  
stories you are describ ing. Do they 
know it as professionals? If not, 
what is it  about their advanced 
professional schooling that causes 
them to have d ifficu lty liv in g  off 
the stories? Can we break the bounds 
of a profession in order to stress the 
specific human dimension?

C oles: This is the tragedy: that 
m edical schools don’t regard d is­
cussing the issues w e’ve just been 
discussing as their central m is­
sion. A ll too often in  m edical
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tra in ing  these issues are relegated 
to psychiatry. But psych iatry can 
be part of the problem ; it  isn ’t 
go ing to be the solution. Because 
once you relegate these problems 
to psych iatry, you ’re saying that 
they are an aspect of sickness, an 
aspect of psychopathology, which 
is n ’t t ru e . T h ese  are hum an  
problems, and I ’m w aitin g  to find 
a m edical school where the dean 
w ill ta lk  to the faculty and the 
faculty w ill ta lk  to the students in 
the confessional mode, the mode 
that Perry M ille r  used. Augus- 
tin ian  self-scru tin y: boy, do I know 
those three words. I t ’s a k ind of 
m o ra l s e lf - a r r a ig n m e n t  th a t  
s h o u ld n ’ t be co n fu sed  w ith  
psychoanalysis. W e desperately 
need that confessional mode. It 
pains me som etim es to go to 
Catholic churches and see those 
confessionals gone. M y mother 
used to say the one th ing  that 
bothered her about Protestantism  
was the absence of the confessional 
trad ition as it  was in stitu tiona l­
ized in the Catholic church. But 
then m y father would say, “Look 
at the way they confess— in and 
out, in and out . . . ”

Second Opinion: But they con­
fessed.

C o les: T h ey  confessed. T h a t’s 
w hat m y m other w ould say. I 
would love to see us in m edicine 
share  w ith  our s tu d e n ts  our 
foibles, our m istakes, our b lind 
spots as they inform our m edical 
life. And the w ay to do th is, I 
th ink , is through literature. W il­
liam  Carlos W illiam s does it. He

“We ought to come 
to our students not 

saying that we know 
something called 

‘the humanities’ but 
that we are 

struggling toward 
the values the 

humanities offer, 
even as the writers 
whose work makes 
up the humanities 

a l s o  struggled toward 
those values.”

does it  in  The Doctor Stories. He 
does it  r igh t in the m idd le of 
Paterson : he’s w r it in g  beautifu l 
poetry, and he stops and switches 
to prose. There’s a confessional 
paragraph in which he describes a 
doctor who’s standing in his office 
toying w ith  a mayonnaise jar and 
th in k in g  about his career as a 
w riter. H e’s saying to the reader, 
“H ey, you, who are adm iring  me 
now as a w riter whose poetry 
you’ve just bought, le t me get you 
from the poetic to the prosaic, 
which means from the prophetic 
to the pastoral. Let me show you 
m y hum anity in another w ay .” 

This is terrib ly  im portant. I 
th ink we can ask students to read 
W illiam  Carlos W illia m s ’s Doctor 
Stories or Raym ond Carver’s fic­
tion or Flannery O’Connor’s short 
s to r ie s  as th e y  co n n ect w ith  
m edicine. W e can ask them  to 
read Chekhov’s story, “A n yu ta ,” 
which is the story he wrote when 
he was h im self a m edical student. 
I t’s a story about a student who is 
ta k in g  anatom y and  le a rn in g  
about m edicine but is a terrib le, 
brutish person w ith  his g irlfriend . 
Every first-year m edical student 
on the anatom y bench, before 
starting  the dissection, ought to 
be assigned that Chekhov story. 
T h en  th e y  w o u ld  h ave  th is  
reminder: you w ill learn a ll the 
nam es o f th e bones and  the 
muscles, you w ill learn a certain 
command over the body and over 
hum an ity, and yet look at your 
frailties and your vu lnerab ilities 
and, alas, the darker possib ilities 
w ith in  you. Another of Chekhov’s 
s to r ie s— “T w o T ra g e d ie s”— is
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the story of the cry of the doctor 
as hate and b itterness progressive­
ly  destroy h im . These stories—  
a lo n g  w ith  C h ek h o v ’s “W ard  
S ix ,” a better-know n  sto ry , or 
T o ls to y ’s “T he D eath  o f Ivan 
I ly ich ” and “M aster and M an”—  
are a rem inder to us of w hat we in 
the m ed ical profession need to 
th in k  about even as we are learn­
in g  the techno logy or the so- 
ca lled  inform ation base of our 
p ro fe s s io n . A nd  th is  can  be 
taugh t. The best w ay to teach it, 
I th in k , is for us teachers to teach 
it  to ourselves first, and m aybe, I 
rep ea t, to b r in g  our studen ts 
together— I say it only ha lf in 
jest— for a general confession.

S e c o n d  O p in io n :  I could name 
several people— you, John  Stone, 
K ath ryn  H unter, Leon Kass—  
who are w ork ing to help m edical 
e d u c a t io n  b r in g  b a c k  th e  
hum an istic  d im ension. W il l  this 
trend continue, or w ill being a 
“pre-m ed  stu d en t” and then a 
“med studen t” and then a “m edic” 
tend to rule it  out most of the 
tim e?

C o les: I t ’s a serious m istake for 
any of us who teach m edicine to 
a s su m e  th a t  w e  h av e  th is  
hum an istic  dim ension. You never 
“h a v e ” i t .  Y o u ’re s t r u g g l in g  
tow ard  it  a ll your life. This is a 
p i lg r im a g e ,  a q u e s t , and  the 
people you m ention are s tru g ­
g lin g  w ith  this too. And we are 
h e re  to  sh a re  th a t  s t r u g g le  
w ith  our s tu d e n ts . W e  o ugh t 
to com e to th em  not say in g  
th a t w e know  som eth ing called

“Many clergy 
members these days 
have an idolatrous 

respect for the social 
sciences and 

particularly for my 
profession. They 
don’t want to be 
members of the 

clergy; they want to 
be therapists.”

“the hum an ities” but that we are 
s trugg lin g  toward the values the 
h u m an itie s  offer, even as the 
writers whose work makes up the 
hum anities also strugg led  toward 
those values. W e are, thoroughly, 
strugg lers and stragglers both. 
Raym ond Carver wrote a wonder­
ful poem just before he died called 
“W h at the Doctor Sa id ,” and in it 
he talks about what it means to go 
to the doctor and be told that you 
are go ing to die, and what in ­
tim acy exists between these two 
human beings. A ll of w hat’s called 
“m edical hum an ities” in  a way is 
wrapped up in that poem or in 
W illia m s ’s stories, but the issue is 
not how it ’s “tau gh t” but how we 
the teachers live w ith  those stories 
and apply them to ourselves. If 
students get the message “H ere’s 
a story. Let’s be clever about it. 
Let’s figure out the message and 
then go on to the next one,” the 
assignm ent u ltim ate ly  becomes 
part of the problem — pedantic 
achievem ent rather than the heart 
and soul of the reader touched, 
informed.

S e c o n d  O p in io n :  Next profession. 
In a ll of your w ritings I see that 
you know c le rgy  w e ll. Y ou’ve 
marched w ith  them , you’ve lis ­
tened to them , you’ve been at the 
bedside w ith  them , you’ve coun­
seled them , you’ve been counseled 
by them . W h at, in your view , is a 
good clergyperson, and how did 
she or he g e t to be one in  the world 
you’re describ ing?

C oles: M y definition could be ap­
p lied  as w ell to a physician or a
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law yer or for that m atter to a car­
penter or a cleaning person: it  has 
to do w ith  how we are w ith  one 
another.

S e co n d  O p in io n :  Of all the pas­
tors you’ve ever m et, which one 
would you like  to have had as your 
pastor?

C oles: O nce I w o u ld  h ave  
answered by nam ing Reinhold 
N ieb u h r. I took h is sem inars 
when I was in m edical school and 
loved the brilliance of his m ind 
and his vast moral in te lligence at 
work. But I th ink  he taugh t me 
not to name h im . Two others 
come to m ind— Dorothy Day at 
her best (and of course none of us 
is always at our best, but I w it­
nessed ce rta in  exem p lary  m o­
m ents) and then a man that you 
k n e w , th e  b r i l l i a n t  y o u n g  
psychologically informed m in is­
ter David Roberts. I got to know 
him  when I was a m edical student. 
He was a wonderful person— so 
sweet and kind and helpful to me 
at a tim e when I was floundering 
badly. O f course, whatever our 
strengths and whatever wonderful 
possib ilities we have in  our profes­
sion, w e’re always being tested in 
our personal lives and in our fam i­
ly  life. I guess I can only hope that 
the people I m ention— whether 
Dorothy Day or David Roberts or 
anyone I ’ve m et who has a very 
loving side— allow  that side to 
inform their lives as much as pos­
sible.

S e co n d  O p in io n :  I gather that the 
pastor should be a leader on a

p ilgrim age, someone who knows 
•■he story, someone who is loving. 
B ut I gather th a t such a leader 
should also help  g u id e  people in 
be ing  able to scru tin ize  th em ­
selves and participate in confes­
sion. W hat about their actions? I 
am interested in seeing them  as 
healers now, since a ll religions 
seem to have been born as healing 
movements.

C o les: I would hope that those 
people would not be idolatrous. 
M any clergy members these days 
have an idolatrous respect for the 
social sciences and particu larly  for 
m y profession. They don’t w ant to 
be members of the c lergy; they 
want to be therapists. They are 
more interested in doing “pastoral 
counseling” than in  being pastors. 
They are more interested in  that 
p o s tu re  o f m a rc h in g  p e o p le  
through “stages” and “phases.” 
T h ey ’re too conscious of these 
psychological and, I m igh t add, 
p o lit ic a l fo rm u la tio n s , to the 
d e t r im e n t , I th in k ,  of w h a t 
religious life is and ought to be 
about.

S e c o n d  O p in io n :  W e have a m an­
date from one of our founders to 
be experim ental, innovative, and 
attentive— but not “n u tty .” Not 
long ago we published an artic le 
by Robert Fuller which shows 
how a cen tu ry  ago  m an y ex­
perim ental, innovative, and atten ­
tive people were nutty (and their 
movements remained that way). 
But the nutty im pulse surrounds 
us. Should we avoid dealing w ith  
it?

Coles: I t ’s hard to avoid the nutty 
stuff because the nu tty  stuff is in 
a ll of us, I regret to say. There’s a 
hunger for answers at a ll cost, and 
a craziness that we a ll strugg le  
w ith . B u t we a ll know , deep 
down, the crazy side of ourselves.

S e c o n d  O p in io n :  How do you 
view the claim s that p raying a 
certain way, im ag ing  one’s d is­
ease, tak ing  command of one’s 
body has a measurable effect on 
the course of illness and healing in 
m any cases? Is there em pirical 
evidence on this?

Coles: Q uite frankly, I th in k  this 
is m egalom ania at work. I th ink  
this is an old, old effort on the part 
of the human m ind to assert the 
authority and power of the m ind. 
W hether you do it  by construct­
ing a theory through w hich you 
can encompass the whole world in 
yo u r m en ta l acts-—by sa y in g  
“H ey, m y m ind is so powerful and 
strong that it can understand and 
control any cancer or heart disease 
or i l ln e s s  th a t  c o m e s”— th e  
answer is that w e’re a ll go ing  to 
die. Is that because the m ind has 
failed (and im ag ing  could have 
corrected it)?  Or is it  because 
w e’re born, we live , and we d ie, 
and because there are genes in  us 
that head us toward certain out­
comes over which no m ind has 
control? These people, w ith  their 
theories about im ag ing  and these 
other notions, are try ing  to say, 
“W e can lic k  a n y th in g , even 
genes, even luck, even the final 
outcome that all of us are fated to .” 
Baloney. But very instructive.
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S e c o n d  O p in io n :  The relig ious 
side of a ll th is is now coded under 
the word sp iritua lity . T h irty  years 
ago the theologian Paul T illich  
thought that the term  had been so 
debased that it  could never be 
recovered. N ow i t ’s a com m odity, 
a b es t-se llin g  item . How does 
sp ir itu a lity  f it into the healing 
search?

C o les: I th ink  the fundam ental 
sp ir itu a l search is always there, 
but it  takes on m any forms. One 
fo rm  is  M a r x is m , a n o th e r  
F reud ian ism . A bout 25 or 30 
years ago m any people who m ay 
now have different forms for this 
q u e s t  w e re  s e a r c h in g  fo r i t  
through one analyst or therapist 
after another or through intense 
po litica l involvem ent. M arxism  as 
a re lig ion  was just beg inn ing  to 
d ie . P sych o an a lys is  was at its 
h e igh t but soon enough would 
y ie ld . And if  the search doesn’t 
take those two forms, it  w ill take 
other forms, lik e  the N ew Age 
ones you just a lluded  to. But in 
one w ay or another we search for 
m ean ing. We search f o r  meaning. 
T hrough po litics, through self­
understand ing , through various 
k inds of re lig ious experience. W e 
m ay be upper-m iddle-class agnos­
tics at heart and say that w e’re not 
in terested  in  that k ind  of search; 
nevertheless, we w ill search.

S e c o n d  O p in io n :  In a C en ter- 
sponsored forum on clergy ethics 
we heard from an Episcopal priest 
who is also a banker. She belonged 
to a k ind  of support group, and 
she de liberate ly  wore her clerical

collar to their m eetings in order to 
connect w ith  the faith of the 80 
percent of Am ericans who draw 
on b ib lica l sources. The other 25 
partic ipants were “into” macro­
b iotics, R o lfing , Est, or Zen, or 
whatever. She wondered if  she was 
the m isfit. W h y  were her fellow 
members so engaged by every­
th ing  but what they had been 
brought up on?

C oles: Because th ey ’re pagans, 
and th is is an aspect of their pagan 
m inds. They th ink  they’re so w ell 
educated and so w ell analyzed that 
th ey ’ve gotten beyond religion, 
but then they do a com plete circle 
and end up at a pre-Christian pos­
ture of g u llib il ity , in an ity , and 
weirdness that makes some of our 
fundam entalist brethren seem as 
i f  th ey ’re far advanced up the in ­
te lle c tu a l ladder. I t ’s p itiab le . 
Look at th is support-group move­
m e n t in  A m e r ic a — h ere  I ’m 
sounding off m y opinion— and 
look at M r. Bradshaw, on public 
television no less. Look what this 
is about! T alk  about narcissism! 
T a lk  about w hat George Eliot 
c a lle d  “u n re f le c t in g  e g o ism .” 
T alk  about the construction of a 
k ind of incantatory, id io tic lan­
g u a g e ,  w ith  th ese  r e p e t it iv e  
phrases like  “I hear you” and “I 
understand where you’re com ing 
from ,” and these “stages” that 
they put one another through and 
th is “inner c h ild ” that th ey ’re 
ta lk in g  about. T alk  about p lain  
old silliness— there it is! As Adlai 
Stevenson said, ca lling  on L in­
coln, “You don’t know whether to 
cry or to lau gh .”

S e c o n d  O p in io n :  W h a t ab o u t 
another in tim ate social form, the 
c o n g r e g a t io n ?  T h e  “I ’m so 
sp ir itu a l” sorts who place them ­
selves above doctrine and ritual, 
re lig ion  and theology, certain ly 
position  them selves away from 
the in s titu tio n a l church. Thus 
they find themselves more free to 
be sp iritual.

C o les: I ’m afraid that sounds to 
me like  some of the em pty-headed 
egoism  th a t’s abroad in the land. 
W ho can divorce h im self or her­
self from institu tional life in one 
fo rm  or a n o th e r?  W e ’re a l l  
Am erican citizens. W e a ll live in 
a particu lar town or c ity  or state. 
W e send our children to schools 
to be educated (although some 
people even yank their children 
out of schools). W e entrust an in ­
stitu tion  like  the post office w ith  
our words, our passions as they are 
conveyed to others on paper. In­
stitu tional life is a very im portant 
part of us and ought to be. W e are 
members of a community— even if  
that word has been turned into a 
banality— and i t ’s a function of 
the sin of pride to th ink that we 
can separate ourselves from in ­
stitu tions. It sounds like  hubris at 
work to say, “H ey, look! I am 
sp iritual. I, the narcissist, don’t 
need any institu tional life, and 
here I am, having m y conversa­
tions w ith  God, or experiencing 
an ‘oceanic feeling .’ ”

For me religion means com­
ing  to terms w ith  the church in 
the neighborhood— going there 
and g e tt in g  on m y knees and 
p raying even though I don’t par-

Second Opinion • A pril 1993

68



t ic u la r ly  l ik e  so m eth in g  I ’ve 
heard in the sermon and m ay not 
like  a lot of the people around me 
in church any better than I like  
them in the post office or the local 
store or in their opinions as I know 
th e y ’ve expressed them  in the 
v o t in g  ta b u la t io n s . B u t th is  
church transcends a ll of us, and 
i t ’s a church that, in m y m ind, is 
connected to the life  of Jesu s 
Christ and has been handed over 
to us. A t our peril do we forsake 
that for private, cu ltu ra lly  con­
nected passions that get expressed 
by words lik e  “m y  s p i r i t u a l ­
i t y . ”

Second Opinion: Have you read 
W en d y  K am iner’s I ’m D ysfun c­
tiona l, You’re D ysfu n ction a l?

C o les : I t ’s & w ond er fu l book\ And 
p a r t ic u la r ly  the en d in g , w ith  
th a t  p o w erfu l m o m en t from  
Kafka. The tru th  ought to cut 
through  ice, and self-help  is how 
we skate— all of us in  these sup ­
port groups and I ’m  afraid  in  a 
lo t  o f  o th e r  t h in g s  c a l le d  
p sych o lo gy  and p sych ia try . If 
th e  t r u th  d o e s n ’ t g e t  d eep  
w ith in  the heart and the soul, 
and if  i t  doesn’t somehow b ring  
us to our knees (w hether we are 
p ray in g  to God or not), then 
w e ’re in  troub le. T h at’s a b ib l i­
cal book, and it  took courage to 
w rite  it.

Second Opinion: W h at about a 
p ara lle l to the support group , 
the self-help  pattern  that we see 
in  its  most leg it im a te  form in 
A lcoholics Anonym ous?

“In one way or 
another we search 

for meaning. 
Through politics, 

through
self-understanding, 

through various 
kinds of religious 

experience. We may 
be upper-middle- 
class agnostics at 
heart and say that 

we’re not interested 
in that kind of 

search; nevertheless, 
we will search.”

C oles: W e ll, I ’m afraid it  has 
petered out into a lot of unfor­
tunate  b an a lit ie s . H av ing ju st 
heard m yself ta lk , though, I have 
to correct m yse lf. W o n d erfu l 
th ings can happen when people 
come into a room and share w ith  
one another and reach out to one 
another and hear one another. In 
no way do I w ant to be d isdain ing 
and condescending toward other 
vulnerable people. So I have to 
speak that caveat to myself.

But what troubles me about 
a ll of these movements, whether it 
be m y  ow n p ro fe s s io n  o f 
psychoanalysis and psych iatry or 
the AA movement, is that we get 
c a u g h t  up w ith  s lo g an s  and 
phrases and abstractions which 
then get wedded to a k ind  of 
tribalism . If you don’t ta lk  the 
w ay I ’m ta lk in g , if  you don’t use 
words the way I ’m using them , if  
you don’t belong to this particu lar 
group, then you have b a d  it. You 
are banished. And th is is true of 
C hristian ity , too. And what hap­
pens then in the self-help group if  
you don’t buy into that? W e ’re 
go ing  to say you’re “h u rtin g ,” or 
yo u  seem  to h av e  y o u r  
“problem s”— and you can’t figh t 
that.

Second Opinion: W e have talked 
about proper roles for profes­
sionals. W hat about the clergy, 
especially in  tim es of crises, when 
they often feel irrelevant?

C o les: Y o u  k n o w , w h en  m y 
m other was dying  of cancer in 
M assachusetts General H ospital, 
she was in  her eighties. She was
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ready to die. She had a collection 
of T o lstoy’s w ritin gs beside her—  
th e  sh o r t  s to r ie s  an d  Anna 
Karenina, w h ich  she had  read  
about five tim es in the course of 
her life. W e ll, a m in ister came in , 
and he started on th is psycho logi­
cal stuff. He asked her w hether she 
felt angry  because she was d y ing , 
w hether she was hu rtin g , whether 
she was feeling resentful, and she 
said , “W h y , no !” He then started 
te llin g  her that he could under­
stand how she would say th is , but 
d id  she want to ta lk  to h im  some 
more about th is? And he w ent on 
and on u n til she go t so fed up w ith  
it  that she exploded at h im  and 
said , “W h y  don’t you read to me 
from the B ib le instead of ta lk in g  
to me th is w ay?” And instead of 
b e in g  c o u r te o u s  e n o u g h  to 
respond to th is C hristian  lad y ’s 
request, he continued w ith  his 
psychological question ing. W hen 
she called  me up, she was liv id . 
She said , “W h at has happened to 
the c le rg y?” I said , “T hey’re brain­
w ash ed , lo ts of th em , I fear. 
T h ey ’ve lost their faith , and they 
believe in  th is psychological c lap­
trap , and we have to p ray for 
th em .” But she d id n ’t feel like  
p ray in g  for them . She said , “I 
th in k  th ey ’ve gone to h e ll.” That 
was about it ! She had spotted that 
ideo log ical b ind , and she knew 
that the more she objected to this 
ta lk , the sicker they would say she 
w as, because the objection be­
comes a basis for he igh ten ing  the 
c r i t ic is m  on th e  p a r t  o f the 
id eo lo g u e  who w i l l  brook no 
critic ism .

“I’d almost like 
to require 

medical students 
first to

become nurses.
That’s how 

strongly I feel.
Nurses have so much 

to offer us, 
and the way 

we treat them 
is scandalous.”

\ 3 r t  I fj /

Second Opinion: M y colleague 
Don Browning, who wrote The 
M ora l Context o f  P a stora l Care, 
reports that he sometimes speaks 
to chaplains who get burned out 
or worn down or dried up because 
they see people only in  crisis, and 
never where they can bu ild  up a 
common story on which to draw. 
It takes some courage for him  to 
make the case for a “moral con­
tex t” among some specialists who 
never see people in groups and 
contexts at a ll, and make a v irtue 
of the necessity of their way of life. 
Y et some other professions keep 
the context of fam ily and com­
m un ity  very much in m ind. In 
fact, they find the human d im en­
sion to be one they can tap into and 
promote. I think of nursing . . .

C o les: Oh, boy, do I have feelings 
on this topic. I w ish a ll of us doc­
tors could learn to be nurses. I’d 
alm ost like  to require m edical stu ­
den ts f irs t to becom e nurses. 
T hat’s how strongly I feel. Nurses 
have so much to offer us, and the 
w ay we treat them is scandalous. 
W hen  I was an intern at B illin gs 
H o sp ita l at the U n iv e rs ity  of 
Chicago, the nurses were the guar­
dians of m y education: they were 
the ones who taugh t me so much 
about how to be a doctor and how 
to get on w ith  patients. They were 
the ones who had not only a k ind ­
ness and a thoughtfulness but a 
sense of confidence and dispatch 
about their work, some assurance 
about what they were to do. They 
m e ld e d  k n o w le d g e  w ith  
hum an ity  alm ost effortlessly. I 
don’t want to rom anticize nurses.
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I know  that w e ’re a ll hum an 
beings and that every nurse has 
fa ilings, as do a ll hum an beings. 
But the nursing profession, at its 
best, possesses som ething that a 
lot of doctors really need and just 
don’t get. In m y m yth ical medical 
school we would adm it people not 
on the basis of the prem edical sub­
jects they’ve taken— we w ouldn’t 
ask them  to take those prem edical 
courses or g ive them so much im ­
portance. W e would instead ask 
people to work for a couple of 
years at com m unity service, learn 
to be nurses, w ork at a soup 
kitchen or at a school. Then the 
letters of recommendation would 
not be from organic chem istry 
professors but from the people 
th o se  w o u ld -b e  d o cto rs  had  
worked w ith , people who could 
say what k ind of a human being 
th is person was. Now, m y col­
leagues m ig h t ob ject, “B u t if  
people knew  they had to do that 
to get into m edical school, they’d 
just put in  two years and do their 
best to earn some approval from 
the com m unity or from the nurs­
ing supervisors.” And I’d say to 
them , “If a person can do that kind 
of work for two years successfully, 
it  m igh t even become a h ab it.” 
T here is obv iously  som eth ing  
d rastica lly  wrong in the way many 
of us learn to be doctors w ithout 
possessing whatever nurses learn 
in nursing school, w ithout learn­
ing what nurses are. They have so 
much to teach us, just as m inisters 
have so much to teach us, but they 
often don’t know it , and they ’re

lorded over by these doctors just 
the way m inisters are often lorded 
over by doctors, and particu larly  
by shrinks.

S e c o n d  O p in io n :  I th ink we are 
facing new challenges these days 
w hen  th e  “b ra in  p eo p le” are 
m ak ing so m any breakthroughs in 
study ing  the b ra in ’s chem istry. 
Some are reductionists who now 
say we are “nothing b u t” com­
puters. Philosopher John Searle 
once said that in his lifetim e he 
had already outlived e igh t final, 
all-purpose scientific explanations 
of what humans were “nothing 
b u t.” In the face of these changes, 
w h a t is ahead for p sy c h ia try , 
p sychoanalysis , p sycho logy? Is 
the future str ic tly  pharm aceutical 
and surgical?

Coles: O f course w e’ll m ake some 
s t r id e s .  W e ’ l l  le a rn  from  
b iochem ists and neurophysio l­
ogists, as we keep learn ing in any 
aspect of m edicine; but as long as 
there are hum an beings, we are 
go ing to need one another to ta lk  
to, to learn from. Psychoanalysis 
in that sense w ill never be out­
dated, insofar as it  draws upon the 
trad ition of “I-Thou,” as M artin  
Buber put it. The fundam ental 
person-to-person encounter w ill 
never be o u td a ted . Insofar as 
psych iatry is part of the pastorate, 
it w ill live. Insofar as psychiatry 
stakes everyth ing on its status in 
m edicine, it  is probably go ing to 
be in jeopardy, and what an irony. 
It has put a ll its marbles in  this

m edical corner, and it w ill end up 
b e in g  abso rbed  by m ed ic in e . 
M eanw hile we w ill find a ll these 
ways of learn ing from one another, 
and we w ill anoint certain people 
to teach  us. A nd th a t ’s w hat 
psych iatry, w ithout any em bar­
rassment, ought to embrace. And 
th a t’s what the m edical profession 
o u g h t  to  be proud to  h ave  
psych iatry embrace.

S e c o n d  O p in io n :  I had planned to 
ask more and have you ta lk  more 
about children; but now let me 
ask, has most of what we have 
ta lked  about today been about 
children best of a ll and most of all?

Coles: Yes, because we are all 
ch ildren, and thank God we are. 
The problem is we don’t know it 
w ell enough. This is one of the 
th ings Jesus taugh t us— to strug ­
g le  toward childhood and never 
forget it  or outlive it. And to 
retain w ith in  ourselves whatever 
shred of innocence and trust and 
w illingness to engage ourselves 
w ith  the world in  the yearning 
and unasham edly vulnerable way 
that children possess. This was 
one of his major lessons to us. And 
a ll th is ta lk  about being “m ature” 
and grow ing up and progressing 
through stages and phases misses 
the point of how im portant it  is to 
retain that connection— not to “the 
inner ch ild ” but to the sense of 
vu lnerab ility  and yearning that 
childhood is about. T hat’s a b ig  
part of ourselves. Or it  ought to 
be.®
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Remnants. Egg tempera on panel by Robert Vickrey, c. 1950.

Robert Vickrey/VAGA, New York 1993.
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Pastoral Care in Candyland
M aintaining Power and Life 

in a World of Illness

Donald J. C a m p

A fte r  m y  FIRST MEETING WITH BRIAN in the 
p e d ia tr ic  in ten siv e  care u n it , I leave fee lin g  
frustrated. He is on a ventilator and hence can only 
move his lips and occasionally whisper hoarsely; m y 
attem pts at lipread ing fail. Physically weak, he can­
not com m unicate through w ritin g  or d raw ing. 
D uring our first v is it Brian introduces me to his 
b lack stuffed dog and tries to te ll me his dog’s name. 
I th ink  the name is M ax, but Brian shakes his head 
both “yes” and “no” when I ask him  any questions.

Brian, a b righ t and perceptive six-year-old, is 
u sually  the only conscious child  in the intensive care 
un it. He has spent six weeks at th is hospital, follow­
ing his transfer here after a four-week stay at another 
institu tion . Brian suffers from hem olytic urem ic 
syndrome, a disease precip itated by an unknown 
v ira l or bacterial agent that sets off the body’s blood­
clo tting  mechanism . In B rian ’s case, th is disease 
leads to kidney failure. In addition , the perforation 
of his bowel during the course of his illness has 
caused in testinal bacteria to spread throughout his
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body— placing him  in  septic shock and b ringing  
him  close to death. B rian ’s condition remains critica l 
from Ju n e , the tim e of m y first v is it , u n til the 
follow ing autum n.

M edical staff members recognize that B rian ’s 
illness and long-term  hospitalization isolate and 
frigh ten  him . They ask me, a pediatric chaplain , to 
try  to bu ild  a relationsh ip  w ith  B rian ; in this 
relationship I hope to offer em pathy, reliab le com­
panionship, and opportunities for him  to make sense 
and m eaning, on his own term s, out of th is chaotic 
and life-threaten ing situation. I qu ick ly  learn that 
Brian is qu ite  resourceful in handling his situation. 
He fights his po ten tia lly iso lating condition by 
sm iling  at everyone who walks by and engag ing  
those who respond to his sm ile— as alm ost everyone 
does— in play activ ities. W hen I v is it , Brian usually  
wants to p lay Candyland, and he always wants to 
w in . If I do not lose natura lly , Brian , w ithout com­
m ent, takes extra turns or purposefully m iscounts. 
He likes dram a, and we both p lay w ith  m any exag­
gerated grunts and motions. “Brian, you won again , 
and I can never w in ,” I say, banging the tab le ; he 
laughs, points his finger at me, clicks, and motions 
for me to fall over. “Ahh! You got me aga in ,” and I 
fall onto the floor.
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Throughout the sum m er I p lay Candyland when 
B rian  is able. Often he sleeps, and sometimes he 
becomes so i l l  that he m ust be sedated. S till, I try  to 
v is it h im  regu la rly  and to develop a relationship that 
goes beyond the in it ia l engagem ent of his charm ing 
sm ile . On a few occasions, I attem pt to w in  at 
C andyland , but he never lets me— after a ll, in his 
s ituation  w inn ing  at Candyland or any other gam e 
m ay be everyth ing. In the 
world of C andyland he has 
pow er, contro l, and clear 
purpose, and he w ill not allow 
me to usurp his position.

In early  autum n B rian ’s 
co n d it io n  b eg in s  to im ­
prove. Though s till in  the 
in ten sive care u n it, he is 
weaned from the ventilator; 
he s ta rts  ta lk in g , beg in s 
p h ys ic a l th e rap y , regain s 
strength  in  his hands and 
arm s, and relearns how to 
w alk . W hen  m edical staff 
m em bers notice a hearing 
loss, B rian  receives hearing 
aids, w hich he wears w ith  
some prom pting . A teacher 
tutors h im  regu larly . In our tim es together Brian 
w ants to p lay  Candyland w ith  less frequency, and 
when we do p lay , he som etim es lets me w in . He 
regains some power and freedom in the real world, 
and he celebrates th is w ith  walks around the un it 
and v is its  to friends elsewhere in the hospital. Soon, 
as he feels better and grows more confident, he stops 
p lay in g  C andyland— at least w ith  me.

In early  October on one of m y visits, B rian shows 
m e a m ap he has drawn w ith  a ch ild -life therap ist (a 
person who offers age-appropriate therapeutic ac­
tiv it ie s  to hosp italized  ch ildren and counsel to 
fam ilie s  about ch ild ren ’s developm ent and se lf­
understand ing). On the map are his parents’ home, 
a park , the hosp ital, and various other places. Brian 
p roud ly points out his new home at the hospital. W e 
s it on the floor, explore the map, and drive cars on

its roads. Brian s till deligh ts in dram atic movements 
and noises— car wrecks, screeching sounds, exag­
gerated facial expressions, and frequent laughter. 
W ith  his map of the real world, Brian explores his 
newfound power and confidence, and he exerts these 
w ith  de ligh t and playfulness.

The th ird  tim e Brian shows me his map, I 
m ention to Brian what I have heard from other staff 

m em bers— that a number 
of children from the in ten ­
sive care un it have died in 
the last two weeks. I am con­
cerned about his seeing the 
bodies or w itn ess in g  the 
procedures and rituals sur­
round ing  death . W hen  I 
m ention the deaths, Brian 
shakes his head yes but does 
not comment. W hen I say 
som ething about the im por­
tance of say ing  good-bye 
and cry ing  when someone 
dies, Brian again  shakes his 
head yes. I am uncertain  
whether he understands me, 
but when I ask, he indicates 
that he does. W ith  his per­

m ission, I add a cem etery to the map and draw a 
tombstone. By this tim e, Brian is g ig g lin g .

I can’t te ll whether th is ac tiv ity  is im portant to 
B rian , for he doesn’t w ant to draw  or ta lk . I po int 
to the cem etery and tom bstone and rem ind  him  
that th is is where people go after they d ie ; then I 
ask h im  if  he knows anyone who has d ied . He 
la u g h s  a g a in  an d  w r it e s  h is  nam e on th e  
tom bstone.

B rian ’s actions are puzzling. Does he understand 
this ac tiv ity  and a ll the deaths around him ? Does he 
w rite his name on the tombstone to regain  control 
of an interaction in  w hich I have been too directed, 
or does this s ign ify som ething else? I never overtly 
introduce this them e again , but Brian manages to 
strugg le in  a different way w ith  the horror he has 
experienced and w itnessed.

I quickly learn that Brian 
is quite resourceful 

in handling his situation. 
He fights his potentially 

isolating condition by smiling 
at everyone who walks by and 

engaging those who 
respond to his smile— 

as almost everyone does— 
in play activities.
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As H alloween grows closer, B rian ’s map gets less 
attention , and he begins constructing his own house, 
his own world in the intensive care un it. The child- 
life therapist had introduced this ac tiv ity , and it  is 
clearly sign ificant to him .

“Don, get some sheets,” he says when I w alk  in 
to see him  one day.

“Sheets, w hy?”
“To b u ild .”
I get sheets, and Brian starts setting  up chairs. 

He shows me how to drape the sheets over the chairs 
to make a house.

“H ere, th is is m ine— you want to come in ?” asks 
Brian as he invites me yet again  into his world.

“Sure !”
W e sit on the floor under the sheets together.
“Get the ghost,” Brian orders. He points to a 

ghost, made from sheets and hanging above his bed.
I g ive him  the ghost, and he starts w restling  w ith  
it— really  w restling ! He hits it , rolls over it , and 
shakes it.

“I ’m gonna get you .”
“Go, Brian, go; figh t the ghost. Do you need any 

help?”
“Get that knife over there.”
I find a plastic knife and hand it  to him . He starts 

stabbing the ghost and asks me to help. Together 
we h it and stab the ghost. Period ically , the ghost 
dies and comes back to life.

After Brian tires of ghost-figh ting , I return the 
ghost to its place over B rian ’s bed. He leaves the 
house intact. I note that Brian has been more atten­
tive and engaged during the house-build ing and 
ghost-figh ting  than during any other ac tiv ity .

Soon after Halloween, Brian moves from the 
intensive care un it to a regular m edical floor. On m y 
first v is it to his new room, he grabs m y hand and 
leads me to the playroom.

“I wanna bu ild  a new home. You help m e .”
Brian and I move the toy stove and refrigerator 

around. W e pretend that he is bu ild in g  a new house. 
A fterw ard, we s it and p lay  a gam e, but a toy 
telephone keeps r ing ing , according to Brian.

I answer and say, “Brian, i t ’s for you .”

He grabs the phone, “Oh, no!”
“W h at happened?”
“Someone died. She died— oh, no,” he exclaims 

and begins g ig g lin g .
“She d ied— w hy d id  she d ie?”
“I don’t know .”
“Brian , should we do an yth in g?”
“No, they called the po lice.”
“D id you know her?”
“N o.” And Brian sits back down and resumes 

p lay ing  the gam e at the table.
A sim ilar exchange happens two more tim es. 

Once Brian pretends to cry, and I cry w ith  h im . At 
the end of our v is it , I thank Brian for showing me 
his new house and ask if  I can come to his house 
again ; he invites me back.

It becomes increasingly d ifficu lt to see Brian, for 
he is busy preparing to be discharged. One day, 
though, I squeeze tim e into his schedule, and he 
takes me back to the playroom. He wants to bu ild  a 
house again , but this tim e w ith  sheets. I find a stack 
of sheets, and we hang them  to create a house.

I have extra sheets and ask, “Should I make a 
ghost?”

“Y es!”
I m ake the ghost and g ive it to Brian. He begins 

w restling  w ith  it, as on the earlier occasion. I help 
him  k ill  the ghost, and the ghost keeps return ing to 
life. In the m iddle of th is, another staff member 
comes to see Brian. He invites her into the house, 
and she also helps us w ith  the ghost. After Brian sets 
the ghost aside, she and I try  to start cleaning up. 
Brian refuses, for he is not finished. He wants us a ll 
to sleep. He experim ents w ith  different positions on 
the floor, w hile the therapist and I pretend to sleep 
in  our chairs— an arrangem ent of which Brian ap­
proves. After 10 m inutes of sleep, Brian leads us in 
tak ing down his house. W ith  the sheets from the 
house, he sends the ghost to the laundry and 
banishes it  from his presence, at least for now.

Brian returns home soon after th is interaction, 
but his m edical condition s till requires extensive 
m onitoring. A  new phase of outpatient m edical care 
begins w ith  his discharge. Brian returns to the
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I Went to Visit Someone in the Hospital.
Drawing by Lisa Blisz (third grade), Washington School, Trenton, New Jersey.

hosp ital three tim es w eek ly for d ia lysis, and he and 
his fam ily  begin w a itin g  for the day when a kidney 
transp lant from his m other w ill be possible. At 
present, h is condition does not perm it h im  to un­
dergo the transp lant surgery, and his m other is 
unable to donate her k idney because she is pregnant.

D uring the one and a h a lf  years that he w aits for 
a k idney transp lant, I see Brian infrequently. W hen 
I do, he remembers me and invites m e, again , to p lay 
w ith  h im . On a few occasions we p lay  Candyland. 
O ther tim es we p lay  cars. He never wants to figh t 
ghosts again ; the strugg le  and horror they represent 
Brian seems to transfer to car wrecks and the deaths 
that result from these incidents.

F ina lly , the tim e comes when Brian can no 
longer w a it for his m edical condition to improve.

H is mother can now give her k idney, but physicians 
question w hether B rian ’s body w ill be able to 
tolerate the surgery and then accept the kidney. 
B rian ’s parents and physicians decide to try  the 
surgery, and the surgery itse lf  goes exceptionally 
w ell. H is m edical condition, though, deteriorates 
seriously follow ing the surgery. He has trouble 
breath ing and spends his e igh th  b irthday in a 
precarious m edical state on a ventilator in the in ten­
sive care un it. Brian is scared. He knows the serious­
ness of his condition and responds w ith  anger to 
anyone who comes near him .

Then, w ith in  a couple of days, B rian ’s condition 
improves m arkedly. He moves to a regular m edical 
un it, and I v is it h im  there.

“How are you, B rian ?”
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“O .K .”
“Do you want me to stay now?”
“Yes . . . I ’m having m y birthday party tomor­

row . . .  are you com ing?”
“W e ll, when is i t ? ”
“Three in  the afternoon.”
I check m y calendar and answer, “Sure, I can 

com e.”
“W h at are you go ing to bring— maybe some­

th ing  to drink? W hat kind of soda do you lik e ?” 
“Brian, I don’t like  soda.”
Brian looks surprised and asks, “W h at do you 

drink , then?”
“Oh, w ater, fru it ju ice, coffee, stuff like  th a t.” 
“B ring som ething you like— maybe that bottled 

w ater.”
“O .K ., I w ill. Now . . . what do you want to do 

now?”
“I don’t know. I don’t have nothing here.” 
“N oth ing— at a ll? ”
“N o.”
I see M atchbox cars and ask, “Are those your 

cars?”
“Yes, we can p lay w ith  those.”
Brian brings out his cars, and his hospital table 

becomes the scene of gore, death, car wrecks, and 
scenes of m ourning.

“O .K ., Don, now th is car gets h it and m y 
g irlfriend  has to go to the hospital . . . BANG! Now 
you have to call me and te ll m e.”

I try  ca llin g , but B rian ’s phone line is always 
busy.

The p lay and violence escalate. For 30 m inutes 
Brian narrates how his g irlfriend , his brother, m y 
brother, and a host of other characters are involved 
in serious car wrecks. An am bulance rushes them  to 
the hospital, and m any die.

“T ry to call me and te ll me she d ied ,” he says. 
“O.K. R in g , r in g .”
Brian does not answer and then instructs, “No, 

Don, you have to come to my house and knock on 
the door.”

“Knock, knock, knock. Brian, Brian, open up .” 
“I’m not go ing  to open up. W hen bad th ings

happen sometimes the best th ing to do is just sleep 
through them , so go aw ay,” Brian commands.

I leave his pretend house, and as the p lay con­
tinues, more characters die in  car wrecks. Then Brian 
experiences a car wreck.

“I d ied ,” he says.
“You d ied ,” I reflect back to him .
Then Brian asks me, “How do you feel— are you 

cry in g?”
“I’m very sad ,” I say, as I begin to make crying 

noises.
“I ’m dead,” he repeats.
W e sit somberly, and I cry some more. After a 

few moments, B rian ’s expression changes from som­
berness to happiness, and he looks at me w ith  excite­
m ent: “Don, you know what— throw water on 
me— th a t’ll make me a liv e !”

I cup m y hands and d ram atically act as if  I am 
throw ing water on Brian.

“I’m alive ,” Brian yells. “The water made me 
a liv e !”

W ith  this, Brian stops the p lay and looks in m y 
eyes: “Don, you ’re b rin g in g  water to m y party 
tomorrow— righ t ? ”

“R igh t! I ’m b ring ing  w ater!”
The next day B rian ’s fam ily and hospital friends 

gather for his b irthday party. I bring bottled water, 
as Brian requested. W e celebrate his b irthday and 
also his new chance at liv ing . Brian leaves the hospi­
ta l not only w ith  the knowledge that he has a new 
chance for life but also w ith  the know ledge that he 
has the wherew ithal to face illness and death and to 
get help in  this process. That he could come through 
his hospitalization w ith  such w herew ithal in tact is 
a sign ificant accom plishm ent for him  and for those 
he enlisted to help him . Brian can find others to figh t 
ghosts w ith  him  and rescue him  from death. He 
knows how to m aintain  power in a world of chaos, 
how to banish the ghosts that haunt h im , and how 
to find water that brings life. Recognizing the 
frag ility  of life, Brian celebrates w ith  those of us who 
have enhanced his life and who, undoubtedly, have 
allowed him  to enhance our lives. @
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Who Is God? Photo-offset by Ben Shahn, c. I960.

Second Opinion • A pril 1993

78



Collection of the New Jersey State Museum. © Estate of Ben Shahn/VAGA, New York 1993.
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Mina. Oil on canvas by Raphael Soyer, 1932.

The Metropolitan Museum of Art, New York. Bequest of Margaret S. Lewisohn, 1954. [54.143.6] 
© Forum Gallery, New York.
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Case Stories

N inth in a  series edited by Steven H. Miles 
and  Kathryn Montgomery H unter

The Case

What Should Leah Be Told?
John D. Lantos

T he r a d ia t io n  o n c o l o g is t  s u r g e n t  c all  to
the c lin ica l ethics consultation service at three 
o’clock on a Friday afternoon was m y introduction 
to Leah’s case.

“W e have an 18-year-old Israeli g ir l w ith  
clear cell adenocarcinoma of the vagina.
The fam ily  is ultra-orthodox. No DES ex­
posure. Sent here from Jerusalem  because 
we are experts on clear cell CA. The treat­
m ent, for her, would be a course of radia­
tion therapy First, to shrink her tum or, and 
then a hysterectom y. Dad doesn’t want us 
to te ll her that she w ill be sterile. W e don’t 
feel comfortable operating w ithout her in­
formed consent, so w e’ve got to te ll her. 
W h at should we do?”

“W h a t’s her prognosis?”
“W e ll, i t ’s com plicated. If the tumor 

responds to radiation, then she can under­
go surgery and probably has a . . . oh . . .
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6 0 -7 0  percent chance of two-year survival. 
If the radiation doesn’t work, the surgery 
has to be much more extensive and proba­
b ly  w o u ld n ’t even be w o rth  d o in g . 
Depends whether she has metastases. In that 
case, she probably has six months to live.” 

“Do you th in k  th e rad ia tio n  w il l  
w ork?”

A pause. “Probably.”
“Is there any way to m odify the proce­

dures to preserve fe rtility , even if  it led to 
a worse prognosis for survival?”

“No way. W ith  a tumor like  th is, she’s 
probably infertile now. If not, the radiation 
w ill have to include her ovaries, and they ’ll 
be destroyed. Even if  they aren ’t, if  the 
radiation works, she needs a hysterectomy. 
No. No way. Look, i t ’s p retty clear-cut. 
She’ll die w ithout therapy. W ith  therapy 
she has a 60 percent chance of survival, but 
she’ll defin itely be in fertile .”

“OK. W e ’ll come by and ta lk  to her and 
her father, if  th a t’s a ll r igh t w ith  you.

“Great. Oh, and could you see them 
qu ick ly? They say they have to be home 
before sundown for the Sabbath .”
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A num ber of other people from our clin ical ethics 
center were s t i l l  in the ir offices. I gathered them up, 
and together we w ent down to the ward. W e stood 
around in the hall outside Leah’s room. She was ly in g  
in  bed w ith  her W a lk m an  on. Dad spoke a l i t t le  
E ng lish . Leah d id n ’t speak any. The oncology 
social w orker had lived  in  Israel for a year and 
spoke a l i t t le  H ebrew . Som ebody had found a 
p a th o lo g ist who could  tran sla te . Dad p leaded 
w ith  us.

“Please don’t te ll her that she w ill be infer­
tile . She was recently engaged. T hat’s how 
a ll th is started. W hen  she went to ta lk  to 
the rabb i’s w ife a b o u t. . .  ab o u t. . .  niddah, 
you know, the rules regard ing m arita l rela­
tions, she told the rebbitzen that she was 
b leed ing every two weeks. That led to the 
exam , just last week, and suddenly w e’re 
here.

“The w edd ing was to be next month. 
Now, it w ill be off, of course, but she 
doesn’t know that y e t .”

“You mean he w on’t m arry her now?”
“No. No. The law  w ill not perm it it. If 

a woman is known to be infertile , she is 
perm itted  to m arry only an infertile man 
or a w idower w ith  children. It w ill break 
her heart. If she needs the treatm ent, g ive 
her the treatm ent. W e w ill explain to her 
about the in fe rtility  la te r .”

“W e can’t do that. She w ill need rad ia­
tion therapy to her vagina, uterus, and 
ovaries and then w ill probably need a 
hysterectom y. W e need her informed con­
sent. W e have to te ll her that w e’re tak ing  
her uterus o u t.”

“B ut she doesn’t understand any of this.
She cannot consent. Look, te ll her you ’re 
tak in g  her uterus out. Ju s t don’t explain 
w hat that m eans.”

“Surely she’ll know .”
“She w o n ’t understan d . She ’s very 

naive.”

“I don’t th ink we can do that. W e have 
to be certain that she understands.”

“How can she understand? I don’t un ­
derstand. . . .  I need to ta lk  to m y wife 
about it. Can we w ait u n til she gets here?”

“She should be treated as soon as pos­
s ib le .”

“M y wife is com ing on Sunday.”
“I t ’s your decision.”
“Can we go home for Shabbos?”
“Sure. W e always start th is treatm ent 

protocol on Sundays. Go home ton igh t and 
w e’ll schedule an admission for Sunday 
afternoon.”

“Goodbye.”
“Shalom .”
“Shabbat Shalom .”

LEAH DID NOT SHOW UP for her adm ission Sunday. 
On Tuesday, Dad called. He had gone to New York 
to speak to a famous rabbi. According to the rabbi, 
treatm ent was eth ically  obligatory. If life could be 
preserved, it must be. There was no choice to be 
made. Leah’s mother and father agreed that she m ust 
be treated. They s t ill requested that Leah not be told 
that she would be infertile but said they would abide 
by whatever the doctors wanted to do. “W e are in 
your hands,” Leah’s father said.

The ethics case conference took place the next 
day. It was more crowded than usual. The ethicists 
were there, of course, and the gynecologists, the 
radiation oncologists, the oncology social worker, a 
co u p le  o f ad o le sc en t m e d ic in e  d o c to rs , th e 
chaplains, and a rabbi. O bviously, the word about 
this case had gotten around qu ick ly . The discussion 
that followed the case presentation was heated:

“She has to be told that she w ill be infertile.
Her consent would not be informed con­
sent w ithout that information. Y ou’d be 
steriliz ing  someone w ithout their perm is­
sion.”

“S tr ic t ly  speak ing , we w o u ldn ’t be 
steriliz ing  her. She is sterile now. Her
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tum or is so b ig  that she couldn ’t possibly 
get pregnant. W ithout treatm ent, it  w ill 
continue to grow, and she w ill be sterile 
and die. W ith  treatm ent, she w ill be sterile 
and m igh t live .”

“H er life m igh t not be worth liv ing  if  
she is sterile. That should be her decision 
to make. If she chooses to d ie rather than 
be infertile and live, her choice should be 
respected. But she can’t m ake that choice 
unless she knows what we a ll now know. 
She m ust be told and m ust be allowed to 
decide.”

“H ow can an 1 8 -year-o ld  m ake a 
decision like  th a t?”

“According to the law , she can make i t .”
“According to your law. Not according 

to her law .”
“W h at would happen if  she were s till 

in Israel?”
“She would not have to consent to treat­

m ent. Parental consent would be suffi­
c ien t.”

“W hat if  she was 17 instead of 18, and 
was here?”

“L egally , her parents could decide.”
“If it  would be m orally defensible to 

treat her w ithout her informed consent in 
another country and m orally defensible if  
she was just a few months younger, I’d say 
it  would be m orally defensible now. A  few 
months or a few m iles shouldn’t change 
what is r igh t or w rong.”

“I don’t th ink it  would be r igh t to treat 
a 17-year-old w ithout consent if  she can 
understand the treatm ent and the alterna­
tives. I t ’s wrong to sterilize anybody, no 
m atter what age, w ithout their consent.”

“She is already sterile .”
“M aybe.”
“D efin itely .”
“I t ’ll be more definite after a hysterec­

tom y.”
“I th ink  we are only considering not

te llin g  her because she is a g ir l. If we had 
a boy w ith  a sem inom a who required 
castration, you would certain ly te ll h im  the 
consequences. And you’d let him  decide. 
W e just th ink  that a man w ithout balls 
m ay not have a life worth liv in g , but a g ir l 
w ithout ovaries does.”

“Is that d iscrim inatory against women 
or m en?”

“A boy could donate sperm before the 
operation, so he could s till father his own 
ch ild ren .”

“Could she donate eggs?”
“She would have to be pretreated to 

s t im u la te  fo ll ic le  d eve lo p m en t. T hat 
would take tim e. The hormones m igh t 
stim ulate the grow th of her tum or and 
m ake her prognosis w ith  treatm ent worse.” 

“The problem is that her relig ion  is a 
sexist, patriarchal religion . In fertility  is 
abhorrent to her because a wom an’s life has 
m eaning only if  she has ch ild ren .”

“Infertility  would be even worse for a 
Jew ish  m an .”

“I t ’s more com plicated for her. She was 
to have an arranged m arriage. According 
to rabbinic law , if  she is infertile she is no 
longer fit for m arriage. The cu ltural in­
fluences are m ak ing the problem worse 
than it  has to be.”

“Aren’t we a ll conditioned by our par­
ticu lar culture but allowed to make choices 
for ourselves anyw ay?”

“It sounds like  w e’re cu ltu ra lly  condi­
tioned to th ink  informed consent is a good 
th ing , even though most people in the 
world do not.”

“Don’t you th ink  in fertility  would be a 
problem for a m arriage in  any cu ltu re?” 

“No. I t’s worse.”
“In trad itional Juda ism , there is no role 

for patien t autonomy. Lives don’t belong 
to individuals. Life comes from Adonai. If 
treatm ent can preserve life, it  is obligatory.
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If it  is ob ligato ry, one cannot refuse. Con­
sent and autonom y are alien  concepts.” 

“B ut people can choose to believe in 
rabbin ic Jud a ism  or not believe in it. She 
could choose to reject her relig ion  and 
exercise her autonom y.”

“T h a t  w o u ld  ta k e  u n b e l ie v a b le  
strength  and courage. She’s 18 years old, in 
a strange country, and facing a term inal 
illness. She needs a ll the sp iritua l and emo­
tional support she can g e t .”

“So the re lig ious issue cuts both ways. 
I f  she rea lly  believes, she would have to 
consent, bu t the fact that she believes 
m akes the consequences of consenting 
worse.”

“It doesn’t make them  worse, it  just 
form ally recognizes that they are  worse.” 

“It sounds like  w e’re saying that, in 
order to refuse treatm ent, she would have 
to stop being a Jew . W e ’re not interested 
in  informed consent here; we’re try ing  to 
convert h er.”

“G iven the fact that she is already infer­
t ile , w hat difference does it  make whether 
we te ll her now or te ll her after treatm ent 
is begun?”

“The difference is whether we respect 
her autonom y.”

“B ut her cu ltu re  doesn’t believe in 
autonom y.”

“Yeah, w e ll, she’s in  Am erica now.” 
“G reat, informed consent as a form of 

philosophic fascism .”
“It seems to me it  would be acceptable 

to begin  the treatm ent now w ithout g iv in g  
her inform ation that w ill only make her 
depressed. Later, when she is recovering, 
she can be inform ed that one of the long­
term  consequences of her disease is infer­
t i l i t y .”

“After that, she’d never trust anyth ing 
a doctor to ld her ag a in .”

“T h at’s not true. People trusted doctors

long before doctors thought it  im portant 
to te ll people the tru th . People w ant 
beneficence first. T hey’ll forgive us a few 
half-truths if  they were offered in  good 
fa ith .”

“But who should decide which truths 
are crucial and which aren’t? The doctors?”

“G enerally no, but occasionally yes. 
M aybe w e’ve gone a l it t le  overboard w ith  
tru th  te llin g . W e th ink  it  is the only eth i­
cal obligation. W hen informed consent 
was invented, there was always a sincere 
argum ent for therapeutic p riv ilege. I th ink  
th is is the rare case in which it  would be 
appropriate to invoke the th erapeu tic  
p riv ileg e .”

“W h at makes it  appropriate in this
case?”

“The patient is on the borderline of 
competence. The treatm ent is clearly in  her 
best interest and is m ed ically indicated. 
She comes from a loving fam ily , and her 
parents have her interests in  m ind. Fur­
thermore, she comes from a religious trad i­
tion  in w hich treatm ent is ob ligatory. 
F inally , the information you want to give 
her is v irtu a lly  irrelevant to the treatm ent 
decision. W e are not m ak ing her infer­
tile— she is infertile and has been so for a 
w h ile now. W h at does it  m atter whether 
we te ll her that now or a month from now?”

“I t ’s the princip le. She is not on the 
borderline of competence. She is clearly 
com petent, as com petent as we are. Fur­
thermore, the treatm ent is not c lea r ly  in her 
best interest. You th ink  i t ’s in her best 
interest. She m igh t th ink  differently. The 
whole idea of informed consent is to allow 
patients to w eigh the risks and benefits of 
treatm ent according to the ir own values. 
How do you know what she would th ink 
unless you ask her?” . . .

“H er rabbi has assured her that if  God 
wants her to have children she w ill have
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ch ild ren .”
“W e ll, I have nothing against a second 

opin ion.”
“W h at if  you te ll her, and she refuses 

the treatm ent?”
“W e ’d have to let her d ie .”
“W ould  you feel good about that?
“O f course no t!”
“W ould  you feel you’d done the righ t 

th in g ?”
“Y es.”
“In what sense?”
“I would feel that I had tried  to g ive a 

patien t a ll the information necessary for 
her to make an informed decision about her 
m edical treatm ent and that I had respected 
her decision even if  it  differed from m y 
own.”

“So you th ink it is just as OK to refuse 
treatm ent as to accept it?  You don’t th ink  
treatm ent is m orally preferable.”

“You’re not listen ing . I th ink  trea t­
ment is m orally preferable. I ’m just not 
w il l in g  to im pose m y own v iew s on 
another person.”

“But you’d try to convince her?”
“Yes, but I ’d g ive her the r igh t to 

refuse.”
“W hat if  she was 17?”
“I don’t know .”
“W e ll, I th ink  we have to te ll her every­

th in g .”

T he f a m il y  c o n fe r e n c e  w a s  th e  n e x t  d a y . 
Leah was there, w ith  her Mom and Dad beside her. 
She looked a litt le  scared but also in trigued  to be the 
center of so much attention. About 10 doctors, two 
lawyers, a philosopher, and some m edical students 
were present. It was like a presidential press con­
ference. The gynecologist spoke slow ly, pausing 
after every couple of sentences to let the pathologist 
translate.

“You have cancer of the vagina. It has

started to spread to your uterus. To treat 
it , we need to g ive you radiation therapy. 
If the radiation is effective, we w ill then do 
a hysterectom y. That means we have to 
take out your u terus.”

“Isn’t there any other treatm ent for this 
cancer?”

“No chemotherapy has been shown to 
have any effect on this type of cancer.” 

“Can I have the radiation w ithout the 
surgery?”

“R ad ia t io n  by its e lf  doesn ’t w ork. 
Rad iation just shrinks the tum or so that 
we can do the su rgery .”

“And if  the radiation doesn’t w ork?” 
“W e cannot do the surgery .”
“And then?”
“Then survival is very u n lik e ly .”
Leah nodded.
“W ith  treatm ent, you have a 60 percent 

chance of surviv ing for two years. W ithou t 
it, the cancer w ill progress and you w ill die. 
After the treatm ent, you w ill be infertile. 
That means you w ill not be able to get 
pregnant or have children of your own. ” 

“Isn’t there always a chance that I can 
have ch ild ren?”

“No. Not w ithout a u terus.”
“No chance?”
“N one.”
Leah and her m other spoke to each other 

q u ie tly  in Hebrew. Her m other asked, 
“C ouldn ’t she have a uterus transp lant?” 

“Im possible.”
“Could she have a child using a sur­

rogate m other?”
“H er ovaries w ill not be able to make 

eggs. So we could not harvest the eggs for 
im p lan tation .”

Leah spoke. “The rabbi said I w ill s till 
be able to have ch ild ren .”

“I disagree, but I respect your rabbi’s 
op in ion .”

S low ly, s ilen tly , tears rolled down her
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cheeks. She turned to her mother. Her 
father looked at the doctor w ith  a baffled, 
u n co m p re h en d in g  look  o f p a in . H er 
m other hugged  her t ig h t. The doctor mas­
saged his forehead, his head bowed, elbows 
on his knees. Leah cleared her throat and 
looked up at the doctor.

“If I can ’t have ch ildren , I don’t want 
the trea tm en t.”

The father sighed, shook his head slow­
ly , and slum ped in  his chair.

“T hat is your choice to m ake. But we 
don’t have to decide today. Go home and 
th in k  about it . W e always start the treat­
m ent protocol on Sunday. If you change 
your m ind  and decide to go ahead w ith  
treatm ent, call me. Do you have any other 
questions?” He looked at his watch.

“No. Thank you .”
“G ood-bye.”
“Shalom .”

TWO DAYS LATER, LEAH RETURNED to the hospi­
tal. She said she wanted treatm ent. She signed a 
detailed informed-consent form that was w ritten  in 
English but that the patho logist translated for her. 
She did not want to ta lk  to the doctors about why 
she had changed her m ind. She told the social worker 
that her rabbi in Israel had assured her that if  God 
w anted  her to have ch ild ren , she w ould  have 
children.

Leah cam e for tre a tm en t on Sunday . She 
responded w ell to rad iation, underwent a hysterec­
tom y, and returned to Israel after two months. Seven 
months later, she got m arried. Her fiance, whom she 
had met only once, had recited the entire book of 
Psalms for her every day w hile she was gone. Told 
of her in fe rtility , he insisted that the m arriage go 
forward. Their rabbi d id not object. The couple 
planned to adopt children. @

NOTE
This essay presents a reconstruction, rather than a transcrip­
tion, of the conversations that took place regarding Leah’s 
case.
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Commentary

An U ninformed Choice
Stacy K. Offner

IT IS HORRIFYING TO THINK that all the doctors, 
ethicists, social workers, and chaplains gathered 
together to determine a medical course of action on 
behalf o f an 1 8 -year-old Israeli g irl stricken w ith  
vaginal cancer could come so frighteningly close to 
allowing the cancer to survive rather than the human 
being. It is difficult to believe that a presumably 
intelligent and thoughtful group o f professionals 
could allow their thinking to run so amok that they 
came so painfully close to the “logical” conclusion 
that an 1 8 -year-old girl, whose life was in their 
hands, should die rather than receive treatment for 
her cancer.

There is modest comfort in the adage “a l l ’s w ell 
that ends w e ll,” for Leah u ltim ate ly  chooses treat­
m ent and goes on to m arry her fiance. And yet it is 
hardly because of the wisdom em anating from the 
case conference. Though the conference could have 
focused on the degree to which treatm ent could 
prolong life w eighed against the pain and in d ig ­
nities of the treatm ent itself, th is is not the way the
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discussion evolved. W here did the d ialogue go 
wrong? W here did the discussion take its bizarre 
turn?

The first h int of wrongdoing in  the presentation 
of the case is that throughout the m anuscript ded i­
cated to her situation, Leah is never referred to by 
her fu ll name. Though th is is surely a convention 
used to protect confidentiality , it is precisely in our 
conventions that some of our truest nature is 
revealed. I find m yself w anting  to address Leah by 
her fu ll and proper name, to accord her the respect 
and affirmation that comes w ith  the utterance of her 
com plete name, to grant her com plete personhood 
and fair representation. But I am at a loss. In the 
context of what I get to know about her, the woman 
whose life is in  the balance does not have a fu ll name. 
For the record, she is s im p ly “Leah.”

W hat do we know about Leah that w ill help us 
m ake the r igh t decision on her behalf? N ot much. 
W e know she is 18, she is engaged to be m arried, 
she lives in Israel, and she is a halakhic Jew  (that is, 
she lives by Jew ish  law). W e know that she speaks 
no English and that she has clear cell adenocar­
cinoma of the vagina.

Though they try to do the righ t th ing , the group 
of m edical, eth ical, and m ental health professionals
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end up by being disrespectful of two essential com­
ponents of Leah’s m akeup: they are disrespectful of 
her womanhood, and they are disrespectful of her 
Jud a ism . Fortunately , the story has a happy ending: 
Leah accepts treatm ent and is able to proceed w ith  
her w edd ing . B ut the reason for the happy outcome 
is nowhere to be found in the discussion. The w eak­
nesses inherent in  the discussion must be addressed.

Perm eating the discussion of Leah’s case are 
some very sign ifican t issues of Jew ish  im port. The 
conflict regard ing  proper treatm ent for Leah re­
volves around two presum ptions regard ing Jew ish  
life and law . The first presum ption is inarguable: 
hum an  life  is of the u tm ost im portance. This 
presum ption would lead to the definite conclusion 
that surgery is necessary, even though it would 
render Leah in fertile . The second presum ption rests 
on far shakier ground. The cla im  is made that once 
Leah is in fertile , Jew ish  law  w ill not perm it her 
m arriage to her fiance. In the words of the case: “The 
law  w ill not perm it it. If a woman is known to be 
in fertile , she is perm itted  to m arry only an infertile 
m an or a w idower w ith  ch ild ren .”

It is on the basis of th is la tter “law ” that Leah’s 
father im plores the com m ittee not to le t Leah know 
the consequences of the surgery before it  takes place. 
H is fear is that, know ing that the m arriage would 
be forbidden, Leah w ill opt not to have the surgery 
even at the risk  of her own life.

M y fear is that readers of th is case can only arrive 
at some negative conclusions regarding Judaism  
itself: (1 ) “Isn’t Jud a ism  archaic to have such a horrid 
law ?” and (2) “O bviously, the law doesn’t really 
m atter because the rabbi goes against his own law 
in  the end, when he ac tu a lly  perm its such a m arriage 
to take p lace .” N either conclusion is fair or justified . 
Both conclusions are based on the assum ption that 
we have been g iven  the whole tru th , but that is 
s im p ly  not the case.

M any Jew ish  lega l codes indicate that infertile 
wom en m ay, indeed, m arry fertile men. Judaism  has 
alw ays recognized that the prim ary goal of m arriage 
is love and com panionship. Procreation is of crucial 
but secondary im portance. Specific reference to in ­

fertile women m arrying fertile men goes back to 
Talm udic tim es. A discussion arose concerning how 
long a woman had to w a it after divorce before she 
could rem arry (Yevamot 4 2b ).1 The rabbis deter­
m ined that she would have to w a it three months in 
order to assure c larity  regard ing the patern ity of a 
ch ild  should she become pregnant. The discussion 
in  the T alm ud then turns to whether the woman 
would be required to w ait even if  she were barren. 
C learly, the problem concerns only a w a itin g  period, 
not the forbidding of the m arriage itself! W hat 
emerges is a halakhic proof text for the perm is­
s ib ility  of m arriage between an infertile woman and 
a fertile man. Other cases as w ell point to the clear 
possib ility of m arriage for women who are infertile 
{Even Ha-Ezer 23 :5 ; Isserles in Even Ha-Ezer 1 :3 ).2

“The Case: W hat Should Leah Be T o ld?” exposes 
the fact that m any people have a v astly  over­
sim plified  understanding of Jew ish  law  which per­
petuates some unwarranted m yths about Judaism : 
that Judaism  is a religion of law  and not a religion 
of life, that Judaism  is a relig ion  of stern justice and 
not one of compassion, that Jew ish  law  is r ig id  and 
unyie ld ing  rather than dynam ic and evolving. As 
the Jew ish  scholar H yam  M arcoby (1991) has ob­
served,

Halakhah is too often presented as a monolithic 
structure, in which all laws are of equal weight 
and all have similar Divine sanction. The 
reality is that the history of the halakhah is one 
of argument and differences of opinion, so that 
any decision, even when “fixed,” is of a 
provisional kind, since it is the outcome of 
discussion and debate. Moreover, the 
provisional character of halakhah is itself sanc­
tioned by Jewish tradition, which insists on 
preserving the dissident opinions as a basis for 
possible future contrary decisions.

None of the participants— not even Leah’s father—  
seems aware of the sophistication of Jew ish  thought 
and practice. M igh t Leah’s fiance break the engage­
m ent upon learn ing that Leah was now infertile? 
Perhaps. But one hopes that he m igh t react more
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lik e  the b ib lical Elkanah, who, upon learn ing of his 
w ife H annah’s barrenness and of her distress, a t­
tem pts rather to comfort her: “H annah, why do you 
weep? W h y don’t you eat? W h y are you so unhappy? 
Am I not dearer to you than ten sons?” (1 Samuel 
1 :8 -9 ).

Fortunately, the famous rabbi w ith  whom Leah’s 
father consults is better versed in halakhah than 
Leah’s father. The rabbi ind i­
cates that there is no choice 
to be made at all: treatm ent 
of the cancer is a necessity.
Jewish law is overwhelm ing­
ly clear in this regard. Leah’s 
case is not a complicated  
scenario that pits a choice be­
tween one human life and 
another. Nor is it even a case 
w h i c h  p i t s  h u m a n  l i fe  
against potential human life.
The thrust of Judaism  always 
renders hum an life as some­
th in g  m ost sacred— even 
when it is measured against 
potential human life. How 
m u ch  m ore so, th en , in  
Leah’s case, where human life 
is being weighed on the one 
hand only against the a lter­
native of death. The choice 
put forth to the ethics com m ittee in Leah’s case is 
clearly the choice put forth in Deuteronomy 30 :19 : 
“I have set before you life and death, blessing and 
curse. Choose life, therefore, that you m ay liv e .”

Leah’s father believes that surgery is the righ t 
choice. He just doesn’t trust that his daughter w ill 
agree. W h at should he do? He is now confronted 
w ith  a choice rooted in  his fear. If he te lls his 
daughter the facts, she m ay very w ell choose to have 
treatm ent w ithheld. Given the father’s beliefs, this 
is no mere m edical option but a blasphemous choice 
of death itself. If he doesn’t ta lk  to his daughter, he 
m ay gain  the outcome he seeks but at the price of an 
honest and trusting relationship w ith  his daughter.

Sadly, no one seems to tend to the father’s d ilem m a, 
and so he makes fear the victor when he im plores the 
doctors not to seek informed consent.

Leah is also failed at this point— first by her 
father, who seeks to w ithhold information from her, 
and then by those among her doctors who choose to 
respect the father’s w ishes at the expense of the 
wom an’s righ ts. One wonders whether an 18-year- 

old son would be treated 
w ith  the same disrespect.

W h en  Leah is f in a lly  
told of her predicam ent, the 
d ialogue reflects a p itifu lly  
lo w  le v e l o f t r u e  com ­
m u n ica tio n . In fac t, the 
mood created is more like 
that of a press conference 
than of a conversation. The 
d o c to r ’s p re s e n ta t io n  is 
clipped and clin ical. Leah’s 
q u e s t io n s  are  an sw e re d  
d irectly , but the burden is 
on her to come up w ith  the 
r igh t questions. Gone is the 
free-f lo w in g  conversation 
that allowed participants in 
the case conference to grope, 
to probe, to consider their 
thoughts and beliefs and ar­
rive at th e ir  conclusions. 

W orse s t ill: Leah u ltim ate ly  arrives at a decision that 
is based on incom plete information! After hearing a 
b r ie f  p resen ta tio n  o f som e in fo rm ation , Leah 
decides: “If I can’t have children, I don’t want the 
treatm ent.” But no one seems to have bothered to 
te ll her that she would be infertile in  any case! Leah’s 
father, hearing her pronouncement, sim ply sighs 
and shakes his head. No com m unication, no further 
explanations, no effort to explain why another choice 
m igh t be better.

W h a t a sham e. W h a t cou ld  have been a 
dem onstration of human beings strugg lin g  together 
to find the best response to life’s circumstances is 
instead a trag ic comedy of errors. In frustration over

My fear is that readers of this 
case can only arrive at some 

negative conclusions regarding 
Judaism itself:

(1) “Isn’t Judaism archaic to 
have such a horrid law?” 

and
(2) “Obviously, the law doesn’t 

really matter because 
the rabbi goes against 

his own law in the end.”

C o m m e n t a r y :  A n  U n i n f o r m e d  C h o i c e

89



Case Stories

w hat m igh t have been— w hat should have been— it 
is tem p ting  to look for a lap in which to lay the 
b lam e. Jud a ism , as h istory exem plifies, becomes a 
convenient scapegoat: “The problem is that her 
re lig io n  is a sexist, patriarchal re lig io n .” These 
words, w hich rise out of the heated debate regard ing 
Leah’s life , have no iden tifiab le source. W ho spoke 
them ? A doctor? A  chaplain? A man? A woman? 
T hey are words that have been spoken by too m any 
people, representing both genders and too m any 
professions. These words also reflect a form of anti- 
Sem itism , and though they do not arise from overt 
h o stility , they are dangerous nonetheless because 
they arise out of ignorance.

The advent of case stories in the fie ld  of m edical 
eth ics has developed out of a realization that decision 
m a k in g  is not p a r t ic u la r ly  s im p le . L ik ew ise , 
decision m ak ing invo lv ing Jew ish  law  is not so 
sim p le , either. No real-life scenario is sim ply black 
and w h ite . Nor would a real-life religion carve out 
a leg a l system  that is s tr ic tly  black and w hite. W e 
are a ll tem pted by the lure of the sim ple answer, but 
on ly a sophisticated approach to Juda ism  and a

sophisticated approach to Jew ish  women like  Leah 
w ill b ring us closer to the best in  ourselves. Leah is 
but one woman liv in g  in  the context of one religious 
system . Surely she serves as a rem inder that a ll of our 
“second opinions” need to be sensitive to the depth 
of each person’s unique life circumstances.®

NOTES

1. Yevamot is the tractate of the Talmud that deals with 
marriage law.

2. Even H a-E zer is the section of the sixteenth-century legal 
code that deals with marriage and divorce. Isserles, a 
sixteenth-century rabbi, is considered one of the greatest 
halakhic authorities of all time.
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Commentary
Caring for Leah

Tod S. Chambers

A fter READING THIS CASE STORY, I w ished some­
how to see Leah from the perspective of her own 
com m unity. It seemed that a group of Orthodox 
Jew ish  women could supply at least a h int of the tone 
and resonance of Leah’s voice, which was absent from 
the m edical team ’s discussion. I decided to present 
Leah’s case to a group of Am erican Orthodox women 
and listen  to their response. I thought that these 
women— insiders to both Judaism  and Am erican 
culture— could provide insights into Leah’s prob­
lem . The five women who participated in the d is­
cussion differed in  ages, backgrounds, and life 
experiences. One was an artist, one worked part tim e 
in a day cam p, and one was a social worker. The 
group in c luded  a young unm arried  wom an, a 
mother of teenagers, a grandm other, and a woman 
expecting her sixth ch ild . One woman was a member 
of a H asid ic sect; another woman had not been raised 
in  an Orthodox home.

Below are excerpts from a transcript of their 
conversation. I had g iven  each of the women a copy

T od S. Chambers is an  instructor o f  c l in ica l medicine, Northwestern U niversity 
M edica l School, Chicago, Illinois.

For citation: Chambers, Tod S. 1993. “Commentary: Caring for Leah.” Second Opinion 
18, no. 4 (April): 91-97.

of Leah’s case up to the point where the m edical team  
decides to inform Leah of her condition. D uring 
their discussion the only information I added was 
that she had m et her fiance only once and that she 
could not use a surrogate mother. O therwise I 
remained a silen t observer. A lthough the women 
rarely addressed me d irectly , they were always aware 
of m y presence as an outsider and included explana­
tions when they thought it  was necessary. Follow ing 
these excerpts I add m y own voice to the dialogue 
by com paring the two discussions of Leah’s case.

The Discussion
“IT’S A VERY COMPLICATED CASE. How 
could it be that an 18-year-old g ir l who is 
about to get married doesn’t know about 
sexuality , about uteruses and vaginas and 
th ings like  that? Even in M e’ah She’arim  
{a righ t-w in g  Orthodox Jew ish  neighbor­
hood of Jerusalem  that is populated m ain ly 
by Jew s from central and eastern Europe]? 
How could that be?”

“I th ink  i t ’s very common.”
“Is it?  Is it common that no one has
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spoken to you and i t ’s ju st before you are 
g e tt in g  m arried ?”

“Do you personally know people who 
are that naive?”

“N o.”
“Does anyone here know anyone per­

sonally who is that naive? None of us can 
m ake a judgm en t because we don’t know 
the people involved in  the M e’ah She’arim  
com m un ity .”

“In the M e’ah She’arim  com m unity are 
you allowed to listen  to the radio?”

“W e ll, there are a ll kinds of people 
there. I know people who do.”

“W e don’t know the level of re lig io sity  
of th is g ir l. W e don’t know which cu lt, 
w h ich  background she is com ing from .” 

“If there are people so sheltered, so 
naive when they are 18 that they don’t 
know that i f  you take out your uterus 
you ’re sterile , I don’t im agine . . . ”

“It m igh t be her parents’ concept. It 
m ay not be her concept.”

“I t ’s strange that someone could be 18 
and not have these basic facts.”

“If none of us knows anyone like  that, I 
don’t th in k  we can judge them .”

“W e shouldn ’t assume that she is from 
the M e’ah She’arim  com m unity. There is 
also Bene-Berak [an area east of Tel Aviv 
settled  by Polish Orthodox Jews}. There 
are lots of com m unities. W e shouldn’t 
p igeonhole her into one com m unity.”

“The only th in g  that led me to believe 
that is that she had an arranged m arriage. 
In a more m odern Orthodox fam ily  it 
w ould be som eth ing of her choice.”

“Can I say m y own personal response? 
I f  it  were m y own daughter, I defin itely 
w ould have told her. I th ink that it  would 
be crim inal to do som ething to someone’s 
body w ithout te llin g  them. According to 
halakhah , she would defin itely have to

have the surgery. There is no question 
about that because it  is saving her life. I am 
not really fam iliar w ith  whether she can get 
m arried if  she is sterile. I don’t know a 
th ing  about th a t.”

“I don’t know that either, but I can te ll 
you this: if  it  was me, not only would I 
want to know, I would defin itely expect to 
know .”

“I defin itely feel that she should be told. 
There’s a lot of emotional repercussions, 
and I th ink th a t’s p artly  why the parents 
hesitated. This could create a tremendous 
depression in the g ir l. She’s g e ttin g  m ar­
ried very soon, and what w ill that do to her 
relationship? According to this it  w ill be 
canceled. A gain  I don’t know if  that would 
be 100 percent sure.”

“You know, i f  he loved her enough he 
would, he could, s t ill m arry her. I don’t 
know the law .”

“They could g e t m arried despite the 
law .”

“I don’t know .”
“It m ight depend on her relationship . . . 

w hether the peop le re a lly  know  each 
other.”

I broke into the conversation: “I can 
answer that. Leah and her fiance have met 
only once.”

“O nly once?”
“W e still can’t conclude anyth ing from 

that. W e can’t te ll how deep their connec­
tion is. M y grandm other m et her fiance 
only once. They took a w alk  around the 
block, and they decided to get m arried, and 
she was m adly in love when she went to the 
wedding. So it  can happen.”

“But how does it affect her future? W ill  
she be able to m arry?”

“Yeah, I have a lot of very religious 
friends. I don’t know how religious she is, 
but I can understand the way Leah’s father 
is th ink ing  because I know how m y friends’
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parents th ink. Once anyth ing goes wrong, 
you ’re m aim ed and nobody is go ing  to 
want you. I t ’s a very different m ind-set. 
Like there is som ething wrong w ith  you .’’ 

“How would anyone know ?”
“W ord gets out. They’ll ask your neigh ­

bors and your friends and your teachers and 
your father’s best friend’s brother. They 
know everyth ing about you. I am assum ing 
he is th ink ing  that if  anyth ing is wrong 
w ith  his daughter then for the rest of her 
life she’s by herself.”

“In a sense I don’t th ink  that we are 
ta lk in g  about Israel versus Am erica but 
one version of Orthodox Jew ish  law  versus 
secular law . There is somebody who is not 
here ton ight. W hen I called her, she said 
she was not very know ledgeable about 
Jew ish  law , but she thought she would 
have one th ing  to contribute and one th ing  
only. I said , ‘If you were to come and say 
that one th ing , it  would be so valuab le ,’ 
and she said, ‘W e ll, you can quote m e.’ 
{Laughter.} She said if  you have a m edical 
or ethical d ilem m a you go to your rebbe, 
you go to your special rabbi. She would rely 
on the judgm ent of the rabbi. Then she 
said , ‘Probably that would be what most 
Orthodox people would do .’”

“T hat’s what the father d id .”
“So the rabbi said that she defin itely 

should have the surgery. There’s the law  
that says to save a life is more im portant 
than anyth ing else, even if  you break Shab- 
bat or whatever. But he d idn ’t approach the 
rabbi about the consent part and whether 
he should te ll his daughter— or at least we 
weren’t made aware if  he d id . But that is 
certain ly an issue that you can bring to the 
rabbi also. The rabbi’s response, if  it differs 
from the m edical response, g ives you some­
th ing  to discuss, but the rabbi m igh t w ell 
agree w ith  the m edical opinion. And then 
you have your case solved.” (Laughter.)

“If she is already sterile, then the opera­
tion is not go ing to make a difference. The 
ta lk  about what is go ing to be done because 
i t ’s go ing to make her sterile is not really 
relevant. If she’s already sterile, she’s a l­
ready ste rile .”

“It says that the tum or is so b ig  that she 
cannot possibly get p regnan t.”

“I t ’s an assumption. And som ething 
else that I question is the assumption that 
she cannot m arry a fertile Jew ish  man. 
T hat’s also assumed. I don’t know, and I 
don’t th ink  anyone there knows. There are 
so m any assum ptions.”

“I don’t know .”
“They are already engaged, so I would 

question it. I would also question her being 
so naive. They th ink  they w ill remove her 
uterus w ithout her realizing it. These are 
th ings I question. I th ink  it is taken for 
gran ted  here that according to secular 
Am erican law  she would have to give her 
consent, and according to Jew ish  law  she 
w ou ld  not have to g iv e  her consent. 
Another th ing  that is just assum ed.”

“W e don’t know if  these treatm ents 
w ill be effective at all. W e don’t know if  
halakh ica lly th is w ill affect who she could 
m arry. A ssum ing she does want to m arry 
the man she met and assum ing he doesn’t 
w ant to m arry  her— they are a lready  
engaged— we don’t know if  th is means 
they would have to call off the wedding. 
W e don’t know what she is really th ink ing . 
W here does she fit in over here? W e ’re 
ta lk ing  about her, but we don’t know what 
she th in ks .”

“Y es!”
“Y es!”

“I am wondering about the informed 
consent. The artic le is assum ing it was 
necessary from a secular standpoint, not
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from a Jew ish  standpoint. I wonder also if  
it  was not just e th ica lly  proper that a father 
should te ll his daughter about surgery and 
the repercussions of surgery but whether 
h a lakh ica lly  he m ust. This fam ily is the 
type that would rely on the rabb i’s judg­
m ent for such th ings. A ll these questions 
we are ask ing are questions that th is rabbi 
should be asked .”

“From m y own experience, there is a 
ten d en cy  am ong peop le  from Eastern 
Europe not to te ll th ings to people—  
th in k in g  that by not te llin g  them  they are 
protecting  them . W hen  my grandfather 
d ied , I was not told. W h at was the point? 
I was go ing  to find out anyw ay.”

“Yes, they are very respectful but secre­
tive , not open. In m y house everyth ing gets 
said . There isn ’t anyth ing  that is held back, 
and I im agine in  most homes it is very 
s im ila r .”

“I don’t th in k  th a t’s a halakhic th ing . 
I t ’s just a coping mechanism . M y mother 
lived  in  Russia du rin g  the forties, and her 
m other d ied , but her father did not te ll her. 
H is was not a halakh ic decision.”

“It seems cruel not to te ll her, but in 
that cu lture they have a different stan­
dard .”

“I had a cousin that came from that 
cu ltu re who had six  ch ildren. After the 
sixth  ch ild  was taken from her, they found 
som eth ing, I don’t know w hat, and they 
d id  a hysterectom y at the tim e that they 
took the ch ild . Even after six children she 
was devastated. Som ething we d id n ’t d is­
cuss is that in that cu lture they have a lot 
of ch ildren. In the modern world you have 
two children. Four children is a lo t.”

“Based on what we know of the case, do 
you th ink  that if  th is g ir l was told about 
her condition, she m igh t opt for death 
rather than su rgery?”

“I can’t believe that she would choose 
to die because that goes against her whole 
relig ious philosophy. It goes against the 
rebbe’s .”

“She m igh t opt to die because, for her, 
she has no reason to live. They don’t go out 
and get jobs. Their whole life is their fam i­
ly .”

“Some are teachers.”
“Even if  they are teachers, their whole 

m ind-set is to have children and create a 
b ig  fam ily .”

“In other words, she m igh t be su ic id a l.” 
“She m igh t be su icidal, and the father 

does not want to deal w ith  the emotions 
p resurgery— the depression, the anger, 
everyth ing. He probably doesn’t believe in 
psychologists or social workers. He could 
take her to the rebbe and have the rebbe 
speak to her. No parent w ants to go 
through this. So this explains the choice 
from his v iew po in t.”

“And it  is a m ale v iew point.”
“I t ’s a patriarchal . . .”
“You have to understand the underly­

ing reason. In Eastern Europe— w ell, we 
don’t know if  th is fam ily is from Eastern 
Europe.”

“They could be Iran ian !”
“Or Moroccan! W e don’t know .”
“In the Sephardic com m unity (Jews 

from the M editerranean, the M iddle East, 
and the Far East}, the women are more 
subservient. Less so in the secular Sephar­
dic com m unity. It is much more a patriar­
chal social structure. The father is not 
questioned.”

“He calls the shots.”
“I would s t ill want her informed. If she 

were in Israel, I would s till want her in ­
formed. I t ’s her body, her life .”

“Suppose this was a Sephardic fam ily 
from the most patriarchal of societies and
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you were involved in this case as a physician 
or social worker. Would you say that in this 
patient’s society the father calls all the 
shots, makes all the decisions, and there­
fore it is our duty to follow the father’s 
wishes? Would you want simply to respect 
the culture? Or do we say that this woman 
needs to be told? Do you work on the father 
to get him to change his mind?”

“I would. The father and the mother.” 
“Yes, the father and the mother, both.” 
“If the father and the mother don’t 

change their mind?”
“I think you should go back to the rebbe.” 
“If I could not get anywhere, I would 

try to get access to the rebbe. He has 
influence over that family. My experience 
of rabbis is that they give good answers that 
in the whole scheme of things make a lot 
of sense. I think it would be very respectful 
of their culture to try to work within their 
framework. If that still got me nowhere, I 
don’t know what I would do.”

“She wouldn’t get her period. It 
wouldn’t take her long to know . . . ”

“I think we’re all agreeing that it is to 
this young lady’s benefit to be told.”

“I mean physically she would know that 
there was a problem. She wouldn’t get her 
period, and nobody would tell her. They’re 
planning never to tell her.”

“She’s already in the hospital. She’s al­
ready aware what’s going on.”

“Right.”
“I think this young lady should be told, 

fully. And I think that most people—even 
the people in my own family who would 
not tell in this situation— they themselves 
would want to know and feel very angry if 
they were not told. So I think from what I 
am hearing we are all in agreement that 
this girl should be told. The question is, 
What if that clashes with the way that 
family works and their culture?”

“You don’t want to destroy the 
relationship between the father and the 
daughter, and I am sure there are other 
children in the family. You don’t want to 
destroy the father’s role totally, and that 
has happened within that community. If a 
very Orthodox family immigrates to Israel, 
the father’s role will totally change. The 
father will be depressed, sometimes 
suicidal. Males committing suicide— it’s 
not publicized. You want to keep the fami­
ly structure intact, yet you want to give the 
girl the right. It’s a very fine line. I think 
the best way is to talk to the parents, talk 
to the rebbe, work within their system.”

“I think we all agree about that. Does 
anyone have a suggestion about what to do 
if there is a deadlock? If you have worked 
through their system and the result hasn’t 
changed, do you go with your belief that 
the family culture and beliefs should be 
respected? Or do you decide that she 
should be told, regardless?”

“To answer your question, I don’t 
know.”

After the women finished their discussion, I read the 
conclusion of the case. When I read how her fiance 
recited the book of Psalms, a delighted sigh filled 
the room.

Commentary on the 
Commentary

J u x t a p o s in g  th e  t w o  d isc u ssio n s  brings out 
telling differences. While the medical team con­
ceives of the dilemma as a conflict between “our law” 
(secular) and “her law” (halakhic), the Orthodox 
Jewish women view it as a tragic situation that 
requires resolution within the Jewish community.1 
Where the physicians determine the boundaries of 
the conflict, these Jewish women strive to locate sites 
where the borders can be crossed.
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The participants in the ethics case conference are 
primarily concerned with the abstract principles of 
autonomy, beneficence, and veracity. None of the 
participants demonstrates a specific relationship 
with Leah, nor do any of them express a desire to 
establish such a relationship prior to making argu­
ments about her care. Fur­
ther, their discussion lacks 
any concern for under­
standing Leah in terms of 
her community, her fami­
ly, or— most important—  
her own story. Leah is 
defined sim ply as a 
“Jewish woman from Is­
rael,” and the absence of 
her voice in the text (prior 
to the decision to inform 
her) vividly illustrates her 
lack of presence as a dis­
tinct individual in their considerations. Throughout 
their exchange, the medical team tends toward 
moral judgments based on abstract principles and 
detachment from the situation.

While these Orthodox Jewish women agree that 
it would be in Leah’s best interest to be informed, 
they focus their efforts on attempting to understand 
Leah’s place within a web of relationships in the 
Jewish community. From their viewpoint, tradition­
a l Judaism  is not a stable, predetermined entity but 
a term covering a diverse group of communities 
bound by both ethnicity and religious orientation.

Leah’s case, however, provided only fragments 
and hints of her relationships. It was like a detective 
story with far too few clues. Leah’s arranged marriage 
suggested that she may have been from an “ultra­
orthodox” faction. They hypothesized that she may 
have come from the Me’ah She’arim community or 
Bene-Berak. The father’s desire not to inform his 
daughter of her condition led the women to suggest 
that the family may have been of Eastern European 
descent. The women thought that if the family was 
Sephardic, this could explain the father’s apparent 
dominance in the family’s decision making.

Throughout their attempts to restore Leah’s 
context, the women often engage in storytelling. 
Tales of Orthodox women in similar situations allow 
them to imagine the details of Leah’s story that the 
medical team’s discussion did not provide. They tell 
about a grandmother falling in love with her future

husband after knowing 
him only one day, about 
families asking rabbis 
for opinions on every ac­
tion in their lives, about 
not being told of a 
relative’s death, about a 
mother of six who is 
devastated when she 
learns she can’t have any 
more children. Often in 
attempting to situate 
Leah, the women engage 
in their own stereotyp­

ing of various factions within the Orthodox com­
munity to confirm or subvert previous claims. In 
discussions of medical conditions, physicians often 
draw upon personal anecdotes to persuade other 
physicians of the validity of medical arguments 
(Hunter 1991:69-82), yet throughout this medical 
team’s ethics discussion, their arguments are based 
solely on principles and rights. The physicians do 
not have any stories of Leah or “someone like her” to 
draw upon. Without such stories, they remain out­
siders to her community and to her worldview, and 
they must turn toward a review of ethical systems. 
But no matter how richly rendered, the women’s 
tales are unable to tell Leah’s story. As one woman 
proclaims, “We don’t know what she is really think­
ing. Where does she fit in over here? We’re talking 
about her, but we don’t know what she thinks.” 

Gathering stories and knowing Leah within the 
web of her social relations are both preparatory 
stages to resolving this dilemma within her com­
munity. Communities have their own ways of 
resolving social conflicts, including bioethical ones. 
(As one woman observes in a comment not included 
above, “There are certain rabbis that specialize in

While the medical team conceives 
of the dilemma as a conflict 

between “our law” (secular) and 
“her law” (halakhic), the Orthodox 
Jewish women view it as a tragic 
situation that requires resolution 

within the Jewish community.
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medical ethics. You would go to them.”) The cul­
tural anthropologist Victor Turner (1974) has ar­
gued that inevitably all societies experience periodic 
social dramas, and these dramas follow a universal 
structure. In response to the escalation of a crisis, 
Turner argues, societies move into a “redressive 
phase” in which formal mechanisms for reconcilia­
tion are brought forth. The ethics conference, which 
makes up the majority of Leah’s story, is a rite of 
reconciliation often found in hospital settings. But 
Leah’s case is actually two separate social dramas, 
Leah’s and the physicians’. The women discuss ways 
of reconciling this drama within their community 
and subsequently refer to the mechanisms within 
the community. A comparison of the two groups’ 
discussions of Jewish law exhibits telling differ­
ences. For the medical team, Jewish law is itself the 
reason for the conflict. But when the Orthodox 
women discuss halakhah, they view it not as an 
obstacle but as a way both to inform Leah and to 
preserve her connections within the community. 
Their questions reflect this orientation. Would a 
man necessarily be prohibited from marrying a 
sterile woman? Is the fiance still obligated to marry 
Leah? Is the father obligated to tell Leah? 
Throughout their discussion they express the desire 
for a rabbi to be present. They know that the mean­
ing of the law is not predetermined but bound to 
the interpretation of a particular rabbi. As one 
woman explained, “Different rabbis will do a lot of 
thinking and a lot of going back to sources and will 
sometimes come up with different answers.” When 
I asked if you could “shop around” for a rabbi who 
would agree with your own interpretation, she 
responded that although you could not do this, you 
usually knew a rabbi’s predilections for particular 
interpretations.2 These women know well that a 
rabbi’s role in a family’s life extends beyond simply 
providing a reading of the law. The family rabbi also 
maintains social connections in Leah’s life and per­
mits resolution of the dilemma through the 
mechanisms of her own community. The women 
also demonstrate a willingness to bring other par­
ticipants to the discussion about Leah’s care and not

to be limited by the hospital staff. As one woman 
said, “I think the best way is to talk to the parents, 
talk to the rebbe. Go through the traditional links 
of communication. Use the system, work within 
their system.” And another replied, “I think we all 
agree about that.”

In the end the women do not determine a plan 
for resolution; they cannot. The case does not pro­
vide them with enough information. The most fre­
quently uttered phrase in their discussion was “we 
don’t know,” and, ironically, neither did the medical 
team. Knowing Leah means knowing her story and 
her community’s rituals of reconciliation. Through 
this concern with knowing Leah before making 
judgments for the course of her treatment, these 
women provide a radical critique of the orientation 
of the medical team’s discussion that I did not 
expect. I had hoped that they, as Orthodox Jewish 
women, could provide Leah’s voice. But they 
responded that no one could provide Leah’s voice 
except Leah.®

NOTES

1. What makes any conclusions concerning the particular 
orientation of the medical team problematic is that a 
transcript of their conversation is not available, and the 
presentation of Leah’s case may reflect the author’s moral 
concerns as well as those of the medical team. The 
transcript given in this commentary was excerpted from a 
two-hour conversation among the five women present.

2. The rabbi consulted is the one whose judgment must 
subsequently be followed.
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In Peter DeVries’s novel Blood of the Lamb, Don Wanderhope fin d s h im self 
desperately p rayin g fo r  a  remission o f  his 11-year-o ld  daughter Carol’s leukemia:

I do not ask that she be spared to me, but that her life be spared to her.
Or give us a year. We will spend it as we have the last, missing nothing. 
We will mark the dance of every hour between the snowdrop and the snow: 
crocus to tulip to violet to iris to rose. We will note not only the azalea’s 
crimson flowers but the red halo that encircles a while the azalea’s root 
when her petals are shed, also the white halo that rings for a week the foot 
of the old catalpa tree. Later we will prize the chrysanthemums which last 
so long, almost as long as paper flowers, perhaps because they know in 
blooming not to bloom. We will seek out the leaves turning in the 
little-praised bushes and the unadvertised trees. Everyone loves the sweet, 
neat blossom of the hawthorn in spring, but who lingers over the olive drab 
of her leaf in autumn? We will. We will note the lost yellows in the tangles 
of that bush that spills over the Howards’ stone wall, the meek hues among 
which it seems to hesitate before committing itself to red, and next year 
learn its name. We will seek out these modest subtleties so lost in the blare 
of oaks and maples, like flutes and woodwinds drowned in brasses and 
drums. When winter comes, we will let no snow fall ignored. We will 
again watch the first blizzard from her window like figures locked snug in a 
glass paperweight. “Pick one out and follow it to the ground!” she will say 
again. We will feed the plain birds that stay to cheer us through the winter, 
and when spring returns we shall be the first out, to catch the snowdrop’s 
first white whisper in the wood. All this we ask, with the remission of 
our sins, in Christ’s name. Amen.

(Carol dies a  f ew  days later.)

B o s t o n :  L i t t l e ,  B r o w n ,  1 9 6 1 ,  p p .  2 2 8 — 2 9
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The Promise. O il on carved wood panel by Frank Hyder, 1987.

More Gallery, Philadelphia.
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Do the “Baby Doe” Rules 
Ignore Suffering?

Loretta M. Kopelman

SHOULD PARENTS AND PHYSICIANS be permitted 
to consider the nature and quality of an infant’s life 
when deciding whether to withdraw or withhold 
care from very sick infants? In particular, should 
they be allowed to take into account how painful the 
child’s life is likely to be? Consider the following 
case:

Baby Girl W, born to a 16-year-old mother, 
weighed 740 grams (1 pound, 10 ounces) and had a 
gestational age of 26 weeks. The baby had an un­
usual appearance: a narrow face, down-sloped eyes, 
a lack of facial expression, and poor muscle tone. The 
infant immediately needed a ventilator for breath­
ing, treatment for respiratory distress syndrome, and 
surgery for a life-threatening heart defect, a patent 
ductus. At six weeks old, she still lacks facial move­
ments but now has rigid extremities as well. Studies 
of her brain show lesions that are either malforma­
tions or injuries. Baby W  is unable to eat. She cannot 
swallow and frequently chokes, resulting in repeated 
pneumonia. Although conscious, she has severe

Loretta M. Kopelman is professor and chair, Department o f  Medical Humanities, 
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neuromuscular disease. Consultants predict that her 
inability to swallow will cause repeated aspirations 
of saliva and consequent pneumonia, and to prevent 
this they recommend that her larynx be sewed 
closed. If this is done to save her life, she will be 
unable to make any sounds. She will also then need 
a tracheotomy in order to breathe and a gastrostomy 
tube in order to be fed. Her inability to move or 
speak and the evidence of her brain malformation 
make it very unlikely that her mental development 
will be normal. Yet despite her severe handicaps, the 
life of this child can be prolonged indefinitely. On 
the other hand, she already suffers from being 
ventilator-dependent, and her suffering will con­
tinue or increase with the inevitable complications 
from the treatments needed to save her life, like the 
tracheotomy. She will have no discernible pleasures. 
The doctors have ruled out all other diseases that 
explain her symptoms. They have no hope for revers­
ing her condition.

Baby W  is one of a small group of children in 
neonatal intensive care nurseries whose lives will 
very likely involve intense and chronic pain with no 
prospects of improvement. Some children’s health 
policies allow parents and doctors to weigh the 
quality of the child’s life in making decisions about
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whether to continue or withhold life-support treat­
ments. Parents and doctors using these policies can, 
for example, take into account that the child will 
live in chronic pain. Some recent policies, however, 
do not permit this balancing of the length and 
quality of a life.

Policies that do not permit quality-of-life judg­
ments to play a role in decisions about whether to 
withhold or withdraw life-supporting treatments 
depart from a long-standing and well-accepted 
medical and legal policy known as the best-interest 
standard. The best-interest standard holds that when 
infants or other people cannot make choices for 
themselves, decision makers should select the action 
that is best for that individual. In concentrating 
upon what is best for the individual, decision makers 
try to identify the person’s immediate and long-term 
interests and then determine whether the net 
benefits outweigh the net burdens. The best-interest 
standard permits complex judgments about what, 
on balance, is likely to be best for that individual 
(Buchanan and Brock 1989)- For example, the 
benefit of obtaining a long and healthy life would 
outweigh the burden of enduring intense pain for a 
short time. The best-interest standard, however, 
might be used to justify withholding or withdraw­
ing maximal life-support treatment from an infant 
whose life is filled with intense and chronic pain and 
who has neither prospects of improvement nor 
foreseeable pleasures, understanding, or capacities 
for interaction. Arguably Baby W would have such 
a life.

When we fail to acknowledge suffering as an 
important consideration in making treatment 
decisions, do we undercut the moral ideal that we 
should prevent unnecessary suffering or treat others 
in a way we would not want to be treated? The health 
policies that minimize the importance of suffering, 
I argue, are inferior to those that allow them, because 
they cause unnecessary suffering and do not give 
infants equal consideration and protection. If adults 
want their suffering to play a role in their own 
treatment decisions, then suffering also ought to 
play a role in decisions about infants.

The rules that have come to be called the “Baby 
Doe regulations” (U.S. Dept, of Health and Human 
Services 1985 [hereafter cited as U.S. DHHS 1985}) 
are one example of a policy that gives insufficient 
recognition to suffering. After discussing the inade­
quacy of the Baby Doe regulations in this respect, I 
want to answer some likely objections to considering 
pain and suffering as part of the evaluation of what 
is in the best interest of infants when decisions are 
made about whether to withdraw or withhold life- 
support care.

The Baby Doe Regulations
Let US BEGIN BY ASSESSING WHETHER the Baby 
Doe regulations would permit Baby W ’s parents and 
doctors to withhold life-supporting treatments. The 
rules state:

[The w ithholding of m edically indicated treat­
ment is] the failure to respond to the infant’s 
life-threatening conditions by providing treat­
ment (including appropriate nutrition, hydra­
tion, and medication) which, in the treating 
physician’s (or physicians’) reasonable medical 
judgm ent, w ill be most likely to be effective in 
am eliorating or correcting a ll such conditions, 
except that the term does not include the 
failure to provide treatment (other than ap­
propriate nutrition, hydration, or medication) 
to an infant when, in the treating physician’s 
(or physicians’) reasonable medical judgment 
any of the following circumstances apply: (i)
The infant is chronically and irreversibly com­
atose; (ii) The provision of such treatment 
would merely prolong dying, not be effective 
in am eliorating or correcting a ll of the infant’s 
life-threatening conditions, or otherwise be 
futile in terms of the survival of the infant; or 
(iii) The provision of such treatment would be 
v irtua lly  futile in terms of the survival of the 
infant and the treatment itself under such cir­
cumstances would be inhumane. (U.S. DHHS 
1985: 1340.15[b}2)
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The Baby Doe rules prohibit withholding or 
withdrawing care from infants unless the child is 
dying or is in an irreversible coma. The child’s 
suffering is considered relevant only when treat­
ments would be virtually fu tile  in terms o f  survival. If 
the child is not dying, suffering is not relevant to 
this decision. Baby W  is not in danger of dying 
as long as she is provided with maximal care.

These Baby Doe regula­
tions do not require maxi­
mal treatment to prolong 
the life of a child who is not 
dying, if the child is in an 
irreversible coma. Some dis­
pute whether this is a realis­
tic exception; they argue 
that this diagnosis cannot 
be made accurately in the 
newborn period (Coulter 
1987). But in any case, be­
cause unconscious people 
presumably do not suffer, this exception is not 
relevant to our discussion.

Baby W  is conscious and can survive, perhaps 
for many years, with maximal treatment. There is 
no provision in the Baby Doe rules to take into 
account Baby W ’s immobility or the suffering her 
condition and treatment will entail. The Baby Doe 
regulations therefore do not permit therapy to be 
withheld or withdrawn from Baby W.

The Baby Doe rules stress an important moral 
and medical ideal: when possible, one ought to 
preserve and prolong biological life. This ideal, how­
ever, is usually understood to mean that one ought 
to prevent unwanted or untimely death. Since Baby 
W ’s life is such a burden to her, some might question 
whether maximal treatment is in her interest or 
forestalls an unwanted or untimely death. Other 
moral and medical goals do acknowledge such con­
cerns, for example, the dictum that we ought to 
relieve or prevent unnecessary suffering whenever 
possible. In the case of Baby W, the parents and 
doctors have to choose between preserving biological 
life (by means of a tracheotomy, a sutured-closed

larynx, a gastrostomy, and lifelong ventilator care) 
and providing comfort. If Baby W  lives, she will be 
in considerable discomfort from the very tech­
nologies that keep her alive.

The Baby Doe rules do not acknowledge or 
justify preselecting biological survival as the only 
basis for deciding whether treatments can be with­
held or withdrawn from an infant who is not in an 

irreversible coma. In 
preselecting the goal of 
biological survival as the 
most important, the Baby 
Doe rules radically restrict 
standard medical practice. 
In a 1988 survey that my 
colleagues and I conducted, 
U.S. neonatologists indi­
cated that the use of this 
policy for judging when to 
withdraw or withhold care 
results in overtreatment, 

poor use of resources, and insufficient attention to 
suffering (Kopelman et al. 1988).1

Some, however, criticized the results of our sur­
vey of neonatologists’ views of the Baby Doe rules, 
arguing that neonatologists were inappropriately 
pessimistic about the prognosis of severely sick and 
handicapped infants and that they would be less so 
if they worked with older children. Furthermore, 
critics argued, the neonatologists did not under­
stand these regulations, because the Baby Doe rules 
permit any reasonable medical judgment (Freeman 
1 9 8 8 ).

These criticisms are themselves problematic. 
First, it is unlikely that the neonatologists did not 
understand the regulations: the key portions ap­
peared on the survey, and respondents could study 
the regulations as they responded. Second, the Baby 
Doe rules do not permit any reasonable medical 
judgment; they permit only a reasonable medical 
judgment that the conditions of the Baby Doe 
regulations have been fulfilled. Thus they alter 
standards of care if they restrict the range of 
reasonable medical decisions.

If adults want their suffering to 
play a role in their own 

treatment decisions, 
then suffering also ought to 

play a role in decisions 
about infants.
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In a series of case decisions, the courts concluded 
that the goal of an earlier and similar set of Baby Doe 
regulations (U.S. Dept, of Health and Human Ser­
vices 1984 {hereafter cited as U.S. DHHS 1984]) was 
to alter standards of care for infants by restricting 
the range of choices that doctors could make. (To 
avoid confusion I will call the earlier set of Baby Doe 
regulations BDR-I and the 
later set BDR-II.) The 
Supreme Court (Bo-wen v.
A m erican  H osp ita l A ssocia­
tion, 1986) and the Second 
Court of Appeals of the 
Second Circuit (U nitedS ta tes 
v. U niversity Hospital, 1984) 
concluded that the earlier set 
of Baby Doe rules (BDR-I) 
sought, despite disclaimers, 
to alter standards of care.
They were critical of such 
attempts. Judge Leonard D.
Wexler wrote, “the govern­
ment has taken an over­
simplified view of medical 
decision-making” (U nited  
States v. U niversity Hospital, 1984, 157). Judge Ger­
hard Gessel stated that the regulations were “ar­
bitrary and capricious” and “intended . . .  to change 
the course of medical decision-making” (American 
A cademy o f  P ed ia trics v. Heckler, 1983, 401,404). He 
also said that they sought to require physicians to 
give maximal treatment for every nondying infant 
without considering parental views or the suffering 
it might cause.

The current Baby Doe rules (BDR-II) have not 
yet been tested in the courts, but they are also seen 
as seeking to alter standards of care. Defenders might 
argue that this is not true. They claim that 
physicians are required only to use reasonable medi­
cal judgments “that would be made by a reasonably 
prudent physician, knowledgeable about the case 
and the treatment possibilities with respect to the 
medical conditions involved” (U.S. DHHS 1985: 
1340.15C3J111). Furthermore, defenders point out

that in the Appendix the DHHS seeks to rebut 
charges that the BDR-II will cause overtreatment or 
overevaluation of infants on the grounds that it 
defers to reasonable medical judgment.

Once again, however, the defenders’ reasoning 
seems suspect. The current Baby Doe regulations 
(BDR-II) only defer in the sense that physicians, 

ethics committees, or inves­
tigators are needed to make 
a reasonable medical judg­
ment about whether the 
conditions of the regula­
tions have been fulfilled. 
This is a necessary techn ica l 
decision about whether the 
rules have been violated or 
not. In contrast, reasonable 
medical judgments are 
trad itiona lly  seen in broader 
terms that include m oral as 
well as technical considera­
tions about balancing what 
is harmful or beneficial to a 
patient as an individual and 
about taking care of some­

one in accordance with his or her best interest. The 
traditional view, unlike the Baby Doe rules, allows 
one to consider the quality of someone’s life.

The survey shows, moreover, that less than one 
year after the current rules (BDR-II) became final, the 
regulations apparently have altered care practices. In 
responding to one case, a third of all pediatricians 
(32 percent of the neonatologists, and 36 percent of 
the others) said that they have changed how they 
practice medicine as a result of the BDR-II. In com­
paring responses to two items, we find that up to a 
third regard the BDR-II as requiring them to act in 
a way different from what they consider to be in the 
infant’s best interest. Reasonable medical judg­
ments are thus severely restricted by the Baby Doe 
regulations. Comfort care or triage is not permitted 
unless maximal treatment is not obligatory because 
the infant is dying or is in an irreversible coma.

Finally, the survey’s critics were incorrect in

Certainty is an impractical and 
immoral standard to use 
because one can never be 

absolutely certain, short of 
death, that a patient will not 

improve; so this standard 
would never let us stop 

maximal therapy until the 
person died.
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assuming that the harsh criticism of the Baby Doe 
regulations by the neonatologists was due to their 
inexperience with older children. Pediatricians are 
familiar with the outcomes for older children and so 
cannot be accused of being unrealistically pessimis­
tic about their prognoses because of inexperience. 
Pediatricians who were not neonatologists 
responded in the same way that the neonatologists 
responded. Some additional data that my colleagues 
and I collected from pediatricians at the time of our 
original survey demonstrate the similarity of the 
pediatricians’ and neonatologists’ responses. The 
responses of the neonatologists are from 494 mem­
bers (49 percent) Perinatal-Pediatric Section of the 
American Academy of Pediatrics. All members of

th is  section received a survey, and 4 9  percent 
responded. The responses of the pediatric ians are 
from a random ly selected sam pling of 3 ,000  non- 
neonatologist pediatric ians supplied to us by the 
Am erican Academ y of Pediatrics; 730  (25 percent) 
responded (Kopelm an et al. 1992). The inform ation 
we collected shows that pediatricians are as critical 
o f th e  B ab y  D oe r e g u la t io n s  as a re  th e  
neonatologists.

As Table 1 shows, the m ajority of neonatologists 
and pediatric ians thought that the current Baby Doe 
rules (BDR-II) did  not perm it adequate consideration 
of an in fan t’s suffering and resulted in overtreatm ent 
when the chances for survival were very poor. These 
rules, they held , affect parental righ ts to decide what

Table 1: Responses o f Neonatologists and Other Pediatricians to General Statements
about Current Federal “Baby Doe” Regulations (BDR-II)*

STATEMENT % % %
Agreeing Uncertain Disagreeing

1. “The B D R -II allow s ad equa te con sid era tion  o f  su ffe r in g .”
Neonatologists 29 11 60
Other Pediatricians 30 14 56

2. “Most cr it ica lly  i l l in fan ts a re ov er-tr ea ted  w h en  the chances 
f o r  th e ir  su rv iva l a re v ery  poor. ”

Neonatologists 56 13 31
Other Pediatricians 62 18 19

3. “The B D R -II w il l  not a f fe c t  p a ren ta l righ ts to con sen t f o r  or
re fu se trea tm en t ba sed  upon w ha t is in  th e in fa n t ’s best in te res t .”

Neonatologists 19 15 66
Other Pediatricians 19 17 65

4. “The B D R -II w ill resu lt in  im proved  care f o r  a ll in fan ts .”
Neonatologists 5 14 81
Other Pediatricians 6 16 78

5. “The B D R -II w as n eed ed  to p ro tect th e righ ts o f  hand icapp ed in fa n ts .”
Neonatologists 14 10 76
Other Pediatricians 20 12 67

♦Statements were ordered differently in the questionnaire. Because of rounding, some 
(“BDR-II” refers to the current Baby Doe rules [U.S. DHHS 1985].)

totals may not be 100%.
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is in their infant’s best interest. They did not believe 
that these rules were needed to protect the rights of 
handicapped infants; nor did they believe that the 
Baby Doe regulations would improve care for han­
dicapped infants.

The respondents also evaluated three cases con­
cerning critically ill and profoundly cognitively im­
paired infants with a poor prognosis. The 
neonatologists overwhelmingly agreed (75—86 per­
cent) that withholding aggressive life-support care 
was in each child’s best interest. But in those same 
three cases up to a third perceived a direct conflict 
between their duty to act in the infant’s best interest 
and the legal requirement to prolong life in accord­
ance with the BDR-II. In each case, too, there was a 
significant difference (p=<.001) in their responses 
to what was appropriate care for these infants and 
what the BDR-II required. The pediatricians’ respon­
ses were similar for cases 1 and 2. (We believe that 
responses to the third case differed because in the 
third case the baby is described as “minimally 
responsive,” a term meaning “comatose” to 
neonatologists. Upon reflection, we believe that 
“minimally responsive” does not have the same 
meaning for other pediatricians.) A greater number 
of pediatricians (62 percent) than neonatologists (56 
percent) believed infants are overtreated in neonatal 
intensive care units.

Thus, according to both the neonatologists and 
the pediatricians who responded to our survey, the 
Baby Doe regulations radically restrict parental and 
medical discretion in trying to select the best treat­
ment plans for very sick infants. These rules, they 
said, give insufficient attention to the infant’s suf­
fering. Those of us sympathetic to their views believe 
that this agreement grows from their expertise and 
commitment to the children’s well-being.

Yet critics might respond that the fact that so 
many pediatricians and neonatologists agree that 
suffering is an important quality-of-life considera­
tion in making decisions to withhold or withdraw 
care does not make it correct. It could, for example, 
reflect similar training or a resentment of outside 
interference. Critics may not even be convinced by

Second Opinion

the fact that pediatricians and neonatologists in our 
survey offered reasons similar to those given by 
members oftheU.S. Supreme Court mBowen{\9&6) 
in rejecting an earlier set of Baby Doe regulations 
(BDR-l). These critics worry that quality-of-life 
decisions are easily abused and morally and medical­
ly problematic. I turn now to their concerns.

Criticisms
TO THE VIEW THAT PAIN AND SUFFERING should 
be considered in  evaluating the best in terest of 
infants when decisions are made to w ithdraw  or 
w ithhold care, four im portant objections are offered:
(1) the standard is not objective, (2) the standard 
m ay be abused, (3) the standard denies hope, and (4) 
the standard is opposed to the du ty to respect the 
sanctity of life. I argue that none of these objections 
is persuasive.

1. T he s ta n d a rd  is n o t o b je c t iv e . Some object that 
an infant’s suffering should not play a role in treat­
ment decisions to withhold or withdraw care because 
pain is a subjective criterion and therefore liable to 
be misused. These critics worry that parents and 
doctors may misjudge the nature or length of the 
child’s suffering because they are ignorant of or 
fearful about the child’s condition. Moreover, 
decision makers, typically parents and doctors, may 
rationalize that they are considering the baby’s suf­
fering and best interest, when they are really worried 
about the emotional, social, or financial burden of 
taking care of the child. Such considerations may not 
even be conscious, but they are, critics hold, 
dangerous and misguided. In contrast, these critics 
maintain, considerations of whether the infant is 
dying or is in an irreversible coma as the criteria for 
withdrawing or withholding maximal treatment 
allow for an objective, factual decision based on 
probabilities concerning survival or physiological 
effects.

In meeting this objection, we first need to dis­
tinguish among several meanings of the words sub-
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je c t iv e  and objective. When sub jective means having 
some relation to the experiences of subjects, then 
pain is subjective. But this does not make it either 
inappropriate or unreliable as a criterion. We try to 
reduce unnecessary suffering because we believe that 
people’s suffering is important and should be part of 
our deliberations about what we ought to do. In 
addition, we would not want to rule out subjective 
considerations generally. Pleasure and happiness are 
also subjective in the sense 
of being experiences of sub­
jects rather than properties 
of objects, yet we judge that 
treatments should be con­
tinued if the child might 
experience a life with  
pleasures or happiness.

Thus the subjectivity 
(in the sense of its being an 
experience of subjects) of the condition does not rule 
it out as an important factor in making treatment 
decisions for infants. Adults regard avoiding suffer­
ing as an appropriate component in making treat­
ment decisions for themselves, and we deny children 
equal consideration and protection if it is not an 
appropriate consideration for them as well.

Moreover, if objective is understood differently, 
and taken to refer to what is intersubjectively con­
firmable, then some statements about pain are ob­
jective. If most of us agree that something is painful, 
we have an objective ground for claiming that some­
thing is painful. Most people who have been on a 
ventilator say that it is very unpleasant and that 
being unable to move or speak would be a further 
burden. The fact that most people would not want 
for themselves a life of chronic pain and immobility, 
with no hope of improvement, gives objective con­
firmation to a judgment that some experiences 
would be very painful.

Objective can also refer to something that is fac­
tual. Critics use this meaning of objective when argu­
ing that the criterion of biological survival is more 
objective than the best-interest standard because it 
is a factual standard. These critics, however, are

mistaken about the kind of judgment that they 
make: they are not offering factual claims but moral 
judgments. They are advancing what they believe to 
be an appropriate g o a l  one ought to use in making 
decisions about when to withhold or withdraw life­
supporting treatments. This is a moral claim about 
how we ought to act, not a factual claim about the 
probability of survival or the physiological effects of 
procedures. Thus their claim is no more factual than 

other proposals we have con­
sidered.

2. T he s ta n d a rd  m ay  be 
abused . Critics like former 
president Ronald Reagan 
(1986) and former surgeon 
general C. Everett Koop 
(1989) favored the Baby 
Doe legislation because they 

believe that quality-of-life considerations are likely 
to be abused. But are these judgments more likely 
to be abused than other judgments of comparable 
complexity? Buchanan and Brock (1989) criticize 
the view that quality-of-life assessments will be 
routinely abused. They argue that the courts and 
others who reject quality-of-life judgments in 
making decisions for incompetent people have failed 
to note that there are two ways in which we can 
understand quality-of-life judgments. Quality-of- 
life judgments based on considerations o f  so cia l w orth  try 
to decide the interests or value of a person’s life in 
relation to the interests or value of other people’s 
lives; they are interpersonal. In contrast, noncompara­
tiv e  quality-of-life judgments try to consider the 
value of the life to the person, comparing the value 
of living the individual’s life to having no life at all; 
they are intrapersonal.

Let us consider the difference between these two 
senses of quality-of-life judgments with respect to 
the case of Baby W  described above. A social-worth 
judgment would maintain that society can (or can­
not) afford to take care of such a child, that the family 
has (or has not) the emotional and financial resources 
to take care of her. In contrast, the noncomparative

If Baby W lives, she will be 
in considerable discomfort 
from the very technologies 

that keep her alive.
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quality-of-life judgment would look at the value to 
the little girl herself of living a life like that of Baby 
W ’s; the judgment would be made without regard 
to her social utility however it might be calculated.

I agree with Buchanan and Brock that in using 
the best-interest standard to make a decision about 
what is best for the person, we should contemplate 
only the quality of the person’s life/or that individual. 
People’s social value should 
not be a part of this assess­
ment. These noncompara­
tive or intrapersonal 
quality-of-life judgments 
should be very carefully cir­
cumscribed. We can es­
timate whether the life 
would be one of suffering, 
for example, and reflect 
upon whether most people 
would want to live such a 
life. Would most of us want 
to be conscious but unable 
to move, eat, speak, or understand, while suffering 
from ventila tor dependency and repeated 
pneumonia? If we would not, then we should grant 
others equal consideration, agreeing that it might 
also be in their best interest not to forestall death in 
these circumstances. If people can make these 
decisions for themselves, doctors and parents should 
be able to regard them as relevant when they try to 
decide what is best for an infant like Baby W.

Unfortunately, some authors include both kinds 
of quality-of-life judgments when they discuss 
criteria for withholding or withdrawing care, 
without mentioning that they are radically different 
considerations. This conflation fuels critics’ concerns 
that the best-interest standard is really a subterfuge 
for appraisals of the emotional, financial, or social 
interests of others and strengthens their conviction 
that quality-of-life considerations have no place in 
decisions to withhold or withdraw care from 
neonates. For example, one can find both the social- 
worth and the noncomparative senses of quality of 
life in a recent article by P. P. J. J. Sauer (1992). The

first two criteria he offers for assessing quality of life 
are primarily noncomparative, and quite appropriate 
for assessing the benefits or burdens of the infant’s 
condition: the mental and physical burdens of the 
infant’s life, and the infant’s ability to interact with 
others and to express or have feelings about them. 
In contrast, Sauer’s next two criteria entail social- 
worth or interpersonal quality-of-life assessments 

and are not appropriate for 
weighing the net benefits or 
burdens of the infant’s con­
dition to the infant: the ex­
tent to which the child will 
be a burden on caretakers, 
and whether the child will 
be dependent for most of his 
or her life on the health care 
system.

Using these criteria, 
which include burdens to 
people other than the in­
fant, Sauer reaches the con­

troversial conclusion that “neonates with severe 
spina bifida . . . should not undergo [corrective] 
surgery” (1992:730). This is controversial because 
children with severe spina bifida may have a life that 
they enjoy which is not filled with uninterrupted 
suffering or devoid of pleasures. Moreover, if people 
with severe spina bifida say that their lives are worth 
living, that conclusion should be definitive, using 
the intrapersonal or noncomparative sense of a 
quality-of-life judgment.

Critics, then, have some basis for concern about 
the possible abuse of quality-of-life considerations 
in the newborn period if people do not state clearly 
whose quality of life they have in mind in deciding 
whether they should withhold or withdraw treat­
ments. The best-interest standard should use only 
the noncomparative or intrapersonal quality-of-life 
considerations. Critics are also correct that some 
people do not justify their claims that infants will really 
suffer chronic pain without compensatory benefits.

It would be a mistake, however, to conclude that 
intrapersonal or noncomparative quality-of-life

If a life is filled with pain and 
suffering, and the person can 

survive only with maximal 
treatment, is struggling to 

preserve that life fulfilling or 
thwarting a God-given duty?
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judgments are especially open to abuse. Many other 
kinds of judgments are open to abuse if they are not 
justified. For example, one could make a mistake 
about the infant’s prognosis based on faulty infor­
mation or rationalizations. And critics have not 
shown that quality-of-life claims, such as those 
about suffering, are more likely to be abused than 
other claims. As we saw above, even claims about 
pain and suffering are in some sense intersubjective- 
ly confirmable or objective. In short, we have to keep 
the two kinds of quality-of-life judgments distinct; 
a good deal of abuse may come from failing to do 
this. For example, resource allocation issues are im­
portant, but they should not be folded into the 
best-interest standard.

3. T he s ta n d a rd  d en ie s  hope. Critics (see, for ex­
ample, Reagan 1986) also object to using quality- 
of-life considerations to justify withholding or 
withdrawing treatment when there is a hope that the 
patient may recover, and unless one can be certain 
that a biological life cannot be prolonged, there is 
always a hope of recovery. Physicians have, of course, 
been mistaken in the past, and some charge that 
physicians tend to be too gloomy when making 
predictions about disabled infants. For example, we 
cannot be certain  that Baby W  will not improve or 
that some new treatments will not come along to 
regenerate her nerves and muscles.

Medicine deals with probabilities, not certain­
ties, so it is true that one cannot be certain  about any 
patient’s prognosis. But certainty is an impractical 
and immoral standard to use. It is impractical be­
cause one can never be absolutely certain, short of 
death, that a patient will not improve; so this stan­
dard would never let us stop maximal therapy until 
the person died. Thousands of unconscious people 
would have to be supported, perhaps for many years, 
if we adopted this rule for making decisions. And it 
is an immoral standard because it would cause a 
great deal of unnecessary suffering. Suppose, for 
example, that only 1 percent of infants in some 
groups would live after spending 10 very painful 
months in the neonatal intensive care unit. Ninety-

nine percent of the infants in that group, then, 
would have to undergo painful intensive care for 
these months on the slim chance that they might be 
one of the 1 percent who would improve. Is it fair 
for the 99 to suffer for the sake of the one?

Adults would balk at a rule that they were 
required to suffer with maximal treatment for the 
sake of a small percentage who might survive or 
improve. Adults consider avoiding pain and suffer­
ing relevant to their decision when they have a very 
small chance for biological survival. Infants deserve 
equal protection from the kind of burdensome treat­
ments that few adults would want. It does not seem 
fair to require parents and doctors to choose burden­
some treatments for infants.

Even if critics say they do not mean that one 
must be ab so lu te ly  certain before it is appropriate 
to make decisions to withhold or withdraw life- 
support treatments, they have the problem of decid­
ing where to draw the line. Some may respond that 
there is a well-established, value-free, scientific 
cutoff point which physicians can use to decide: the 
3-percent probability level. If the chances are better 
than 5 percent that the infant will survive or im­
prove with treatment, then hope is reasonable and 
treatment should be continued.

But however useful the 5-percent standard may 
be for ending clinical research studies, it is not an 
objective standard. It is a moral judgment about 
how long it is appropriate to continue a controlled 
trial. If one continues a study too long, some subjects 
will receive what is increasingly known to be sub- 
optimal care. If one does not continue the study long 
enough to get reliable results, a wrong conclusion 
may be reached and either good therapies discarded 
or bad therapies adopted.

The 5-percent probability level is not an objec­
tive, scientific standard for assessing what hopes are 
reasonable, but a moral trade-off. Those who choose 
to adapt it to clinical medicine in deciding when to 
withhold treatments from very sick neonates, there­
fore, do not avoid moral judgments. In addition, for 
some, a smaller than 5-percent chance of recovery 
might be well worth taking (Kopelman et al. 1992).
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How we assess hope thus depends upon our 
goals, upon what we hope for. Most adults hope to 
live, but they also hope to be free of pain. When these 
goals conflict, we sometimes prefer relieving suffer­
ing to lengthening our lives by aggressive medical 
treatments. We should give infants equal protection 
and consideration in making choices for them.

A. T he s ta n d a rd  is  op posed  to th e d u ty  to r esp e ct  
th e  sa n c t it y  o f  li fe .  Some critics (see, for example, 
Koop 1989) object that 
respect for the sanctity of life 
demands that all severely 
handicapped infants must 
be fully supported unless 
they are dying. They believe 
that the problem of pain and 
suffering should be ad­
dressed, but not by means of 
withholding or withdraw­
ing life-support treatments.
Some defend this view on 
religious grounds, arguing 
that we have a God-given duty to preserve all life 
when we can do so, or that God judges us by how 
we treat the most helpless people under our care (see 
Doerflinger 1989). The sanctity-of-life argument is 
not always grounded in views about God’s will or 
intentions, however. Some defend it on moral 
grounds alone, arguing that as a community we need 
to preserve all human life whenever possible in order 
to teach and show respect for each human life (Koop 
1989; Reagan 1986; Bopp 1990).

Sanctity of life is a complex concept whose 
meaning and use are difficult to clarify (Clouser 
1973). Despite this, we can indicate some difficul­
ties with appeals to the sanctity of life to show that 
all severely sick infants must be fully supported 
unless they are dying.

Some use the sanctity-of-life argument in ap­
pealing to a God-given duty to preserve human life 
when we can do so. But appealing to such a duty 
does not tell us how to fulfill that duty. If a life is 
filled with pain and suffering, and the person can

survive only with maximal treatment, is struggling 
to preserve that life fulfilling or thwarting a God- 
given duty? Appeals to God-given duties have been 
used in arguments for and against wars, abortion, 
euthanasia, and most other controversial stands. If 
such appeals do not give the reasons that the duties 
should be fulfilled in a certain way, they do not help 
us settle our disagreements about what we ought to 
do. Such appeals may only harden in people’s hearts 
the belief that they are correct, while failing to give 

and defend reasons for their 
correctness.

Second, some assume 
that we have a duty to save 
every life we can out of respect 
for the sanctity of life (Bopp 
1990; Doerflinger 1989). 
Yet defenders of the 
sanctity-of-life position 
have to give and defend 
their reasons for believing 
that maximal care is always 
the appropriate care for 

those we are charged to help. Some sincerely believe 
that a merciful God would not want an infant to 
endure a life of suffering; or they do not view death 
as an evil always to be opposed (May 1983). 
Defenders of the sanctity-of-life view thus cannot 
assume that the appeal to sanctity of life will result 
in a conclusion supporting their intuitions.

Third, even if we grant that it is of great impor­
tance to us as a community to acknowledge the duty 
to preserve and protect human life from unnecessary 
death, defenders of the sanctity of life need to give 
and defend their reasons for believing that keeping 
a child like Baby W  alive is preserving and protect­
ing a human life from an unnecessary or untimely 
death. Many would argue that preserving such a life 
is inappropriate (see, for example, May 1983). 
Moreover, a moral community has important 
responsibilities in addition to mutually prolonging 
each other’s biological life. Other important moral 
goals include preventing unnecessary suffering, 
promoting empathy, and doing to others what we

Officialdom devises ways to 
ignore the suffering of others, 

because once suffering 
is acknowledged, 

doing nothing becomes 
too uncomfortable.
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D oubtfu l Hope. O il on canvas by Frank H oll, 1875.

New York, Forbes magazine collection (FC 15312). Bridgeman/Art Resource, New York.

would have done to us. If we do not acknowledge 
the suffering that others have to endure, we may 
lessen our empathy for others and our need to 
respond to their suffering.

Conclusions and Qualifications
In  c o n c l u s io n , HEALTH CARE POLICIES that do 
not permit quality-of-life judgments in deciding 
whether to withhold or withdraw care from very sick 
infants are inferior to those that do. Furthermore, 
policies like the Baby Doe regulations that prohibit 
such judgments are not more objective, more fac­
tual, or less likely to be abused. In disallowing 
considerations of pain and suffering, such policies 
breach two well-established moral ideals. The first 
is that we ought to avoid or relieve unnecessary

suffering. This goal is so important that a part of the 
justification of all moral judgments is an assessment 
of whether the proposed action would inflict un­
necessary pain and suffering on others. When a life 
has no other prospects but severe and chronic pain, 
and we must fight to prolong it by extraordinary 
means, then we ought to consider whether such 
actions may inflict unnecessary suffering.

The second moral ideal that I have stressed is 
that we should treat others as we would wish to be 
treated. In this regard infants merit equality of 
consideration. When adults are faced with a choice 
between prolonging life and preventing suffering for 
themselves, they sometimes believe that there are 
worse things than dying. If this seems a reasonable 
choice for adults, infants deserve equal consideration 
and protection from the kind of suffering that adults 
would not wish to bear. That is, if we agree that it
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is wrong to do to others what we would not want for 
ourselves and that we would not want a policy that 
ignores suffering for ourselves, then we should not 
adopt such a policy for infants. Because infants 
cannot make decisions for themselves, it is up to 
adults to determine what is best for them, and we 
should not have a policy for them more burdensome 
than we would want for ourselves.

Several qualifications shape my defense of the 
best-interest standard. First, the quality-of-life con­
siderations that should be used for deciding the 
infant’s best interest should be noncomparative or 
intrapersonal. They should not be interpersonal or 
social-worth calculations. Judgments about resource 
allocation, for example, should be made inde­
pendently of the best-interest standard. Second, suf­
fering, while important, is neither a necessary nor a 
sufficient condition for making these judgments. It 
is not necessary because it might be inappropriate to 
continue life support for an irreversibly comatose 
person who does not suffer. It is not sufficient be­
cause we would not withhold care when the suffering 
is reversible or there is hope of improvement. Third, 
institutional safeguards should be in place to deter­
mine such important considerations as whether all 
the reasonable and available options have been con­
sidered; whether the decisions are accurate and 
defensible; and whether the primary decision 
makers are competent, informed, and able to 
choose freely.

A final qualification is the acknowledgment that 
reasonable and informed people of goodwill may 
disagree about how to apply the best-interest stand­
ard. Not all loving and informed parents acting on 
the advice of doctors will make the same decisions. 
Moreover, what one person considers futile, another 
may find useful. If the best-interest standard is 
somewhat objective and impartial, however, this 
should not happen very often. Indeed, our survey 
confirmed a remarkable agreement among 
neonatologists and other pediatricians about when 
discontinuing life-support treatments would be in 
an infant’s best interest. In every neonatal intensive 
care unit, however, certain cases will elicit sustained
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disagreement. These situations stand out in our 
minds clearly because they are so disturbing. The 
disagreement may be based upon misunderstand­
ings, insufficient data, different understandings of 
one’s duties, or value conflicts. If disagreements were 
the rule rather than the exception, it would be hard 
to justify the best-interest standard or use quality- 
of-life assessments. But we should not be surprised 
that disputes occasionally arise; similar disagree­
ments arise concerning how to apply standards or 
principles in difficult cases in all fields.

In his novella “Ward Six,” Anton Chekhov 
shows that insulating ourselves from the reality of 
suffering has dangers for the individual who mini­
mizes others’ suffering and for the society that 
promotes this in its policies. The story is about a 
hospital in a remote town in Russia at the end of the 
nineteenth century. The central character is the 
ineffective and weak-willed director of the hospital, 
Dr. Andrei Ragin, who eventually becomes a victim 
of the very system that he has helped sustain. When 
he arrives, he finds that the inmates not only suffer 
from illnesses and misdiagnoses but lack food, cloth­
ing, and even basic cleanliness. The attendants are 
brutal; they openly beat and steal from the inmates. 
Ragin resolves initially to improve the hospital’s 
wretched conditions, but eventually he decides that 
the inmates’ suffering is not real, and over time he 
even stops seeing it. He recognizes that this view is 
evil only when he is committed against his will to 
Ward Six, the psychiatric section of the hospital.

Chekhov’s story bears on this discussion of the 
Baby Doe regulations because he displays the impos­
sibility of minimizing the reality and power of 
suffering when it is personal. If we want to foster an 
empathetic community, we must admit that un­
necessary suffering is wrong and treat others as we 
wish to be treated when we suffer. Officialdom 
devises ways to ignore the suffering of others, be­
cause once suffering is acknowledged, doing noth­
ing becomes too uncomfortable. Chekhov writes, 
“People such as judges, policemen, and doctors, 
whose attitude to human suffering is strictly official 
and professional, become so callous in the course of
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time and from force of habit that they cannot treat 
their clients in any but a formal way even if they 
want to; in this respect, they are not at all different 
from the peasant who slaughters sheep and calves in 
his back yard and does not give a thought to the 
blood” ({1892] 1964:137).

The best-interest standard is preferable to health 
care policies like the Baby Doe regulations because

it permits a complex determination of the net 
benefits and burdens that most of us would want to 
make for ourselves. We must make it possible for 
health care workers to respond to suffering so that 
they do not become callous. We want policies that 
acknowledge we should treat infants as we would 
want to be treated and that recognize the power of 
disease and the reality of suffering and death.®

NOTE

1. We published the neonatologists’ responses in Kopelman et al. 1988 and then published the rest of our data in Kopelman et 
al. 1992.
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M y Mom Died.

Drawing by Chimere Johnson (second grade), 
Gregory School, Trenton, New Jersey.

Drawing by Azriel Alston (fifth grade), 
Stokes School, Trenton, New Jersey.
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Drawing by Donald Hamer (third grade), 
Washington School, Trenton, New Jersey.

“I’m sitting w ith my mom. She has pneumonia 
and might have to go to the hospital. ”

Drawing by Kimberly Delgado 
(third grade), Washington School, 
Trenton, New Jersey.

“This is a picture o f  m yself after my leg surgery. 
It was very painful. ”
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Reflection

Reflection
Looking on the Heart

R ich a rd  M atern

“For the Lord does not see as mortals see; 
they look on the outward appearance, but 
the Lord looks on the heart.”

— 1 Samuel 16:17

Y e a r s  a g o  i h a d  t h e  r a r e  p r i v i l e g e  of being 
asked to help a 17-year-old g irl with a severely cleft 
lip. This was in Vietnam, and she was, though 
thoroughly imbued with the finest traditions of Asian 
politeness, a very avid missionary for the Marxist 
cause. Of course she intrigued me; she could spell out 
the grave inj ustices of society, and especially American 
society, with a forthrightness and clarity that amazed 
me.

In those days (1967) I was not altogether sure she 
was always telling the truth, but from what I could 
remember to check subsequently, she never told me 
anything untrue. That is, if  we can ever count simply 
one side of any story as being, nevertheless, truth. The 
American unemployment rates, our levels of poverty, 
the inequities in our medical care, the oppression of 
African Americans, these and more were issues she had 
to raise for me. During the war, I served as a volunteer 
in a civilian physician capacity, and these domestic 
problems had assumed a secondary importance in my 
own mind because of my single-minded devotion to 
the sick. But what she said had the ring of truth, and 
with it she would and could wound me.

Richard Matern is a surgeon at the Chinle Comprehensive Health Care 
Facility, Chinle, Arizona.

On one occasion she must really have reached me, 
unprepared as I was for hearing from a 17-year-old 
expressions of so much purpose in life and so much 
concern for the victims of the wrongs of this world. 
This was especially the case because her words gainsaid 
much of my optimism about the future and the bright­
ness of the long experiment we call America and home. 
She— who had certainly suffered much injustice with 
her own affliction—was such a quiet decent soul, 
anything but the hate-spewing, angry revolutionary 
that the term Marxist might conjure up.

It was her self-control that got the better of me 
that day. Being totally unprepared to meet her on 
common ground, I reacted, a bit tongue in cheek, 
trying to justify our ways to her. I answered her 
comment about the world’s inequities regarding 
health care: “Co, if you know so much of all this, why 
did you not know until now that your face could be 
fixed through surgery?”

She shot back without hesitation: “Only five days 
ago a friend told me about you, so I came to see you 
about it. No one in our village had ever heard before 
that work like this could be done, and there was 
certainly never anyone there who could do it.” Imme­
diately a little spirit arose within me, wanting to 
declare to her that she should understand that there is 
another side to her picture of America. But I held back, 
for in the next instant I felt covered with a sense of my 
own shame.

Of course, it is fun to create—I’ve been so con­
trolled by that feeling—and especially fun to shape an 
ugly face into a beautiful one, one that to me really 
expressed the soul of this girl. (I have always thought 
that that is probably why God made the heavens and
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the earth— for the fun and beauty of it all.) This 
surgery would change this g ir l’s life. She would be able 
to look forward to the joy of having a husband and 
family, would “fit in ,” and would lose the stigma that 
produced low self-esteem. But it occurred to me that 
this defect on her face and the uncharitableness its 
appearance had occasioned in others were precisely 
what had given her the ability to reflect deeply on the 
unhappy estate of humans, with a maturity far beyond 
that of most 17-year-olds.

Had I not already discovered a beauty in her soul 
long before that which she had later in her face? Where 
was the deficit? In her lip and nose, or in the hearts of 
all of us, as lost children of God? W hy must it be that 
her face change? It seemed suddenly to flood me with 
light; the deficit is inside us, that we simply do not 
accept, we do not appreciate, the true beauty of one 
another, the true value of one another as God gave it 
to us. It was God who called forth all the real ugliness 
within us to view in contrast to the grandeur of soul 
openly portrayed for all in the life and death of Jesus.

To this day when I pray for the success of a cleft 
lip repair with one of my patients, I can never forget 
my 17-year-old Viet Cong friend and the lesson she 
taught me— that the real defect lies far less on 
another’s face than within us, in our hearts and in the 
prejudice with which we perceive what we look at or

don’t wish to look at. At that instant long ago, I felt 
my own ugliness, and the ugliness of all of us within, 
far more than the ugliness of her face.

I wish I had taken and kept a picture of this young 
friend, but from my medical encounters elsewhere I 
have kept many. Let me pass on to you one of Sanu 
Maya, a Nepali whose name means “Little Love.” I’ve 
always thought that in such sequences of pictures we 
first see a naked feeling of what I call “it-ness.” Then 
comes, “I guess this is better, but I’ve completely lost 
myself, who I am.” Finally comes the confident 
charmer that Sanu had always been but could never 
appear to be before the surgery. I like to think that 
photographs like these are analogues for the change 
that comes in the eye or in the soul when we have 
learned where to locate the real value of persons.
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On the B ioethics Front

On the Bioethics Front

In the midst o f  attending to patients’ experiences, rights, perspectives, and duties, we a ll too easily overlook 
the concerns o f  their caregivers. It is the liberating era o f  the U.S. Patient Self-Determination Act—a time 
when fam ily  members and health professionals are more readily associated w ith the oppressors than with the 
oppressed. Dena Davis and David Fletcher, however, remind us that more lives than one are deeply affected 
by each patient’s illness. They take us through the literature o f  ethics and gerontology, through the lore o f  
fiction  and the analysis o f  medicine, to sensitize us afresh to how different the same event can appear through 
different eyes. In these reflections we meet a woman who cannot accept her husband’s death while his 
transplanted heart beats on in the body o f  another. We meet a man who wonders why he shouldn’t have the 
same say in the treatment o f  a close fam ily member that he has always had in other events o f her life. Those 
o f  us who expect sometime to witness the serious illness o f  someone we care about may even see ourselves.

—  John F. Kilner

H e a r tb r e a k  a n d  H e a r t ’ s Ease: T h in k in g  a b o u t O r g a n  D o n a tio n

D ena S. D avis

Richard Selzer. 1990. “W hither Thou Goest.” In Im­
agine a  Woman. New York: Random House.

Stuart J . Youngner et al. 1985. “Psychosocial and 
Ethical Im plications of Organ R etrieval.” New 
England Journa l o f  Medicine 313, no. 5 (1 August): 
321-23.

T h e  TW O W ORKS UNDER DISCUSSION are very dif­
ferent: one a short story in a romantic mood, the other 
a scientific article appearing in a medical journal. Both 
pieces address an important bioethical issue: the dona­
tion of cadaver organs. Despite the passage of the 
Uniform Anatomical Gift Act and the legal recogni-

Dena S. Davis is assistant professor o f  law, Cleveland-Marshall College o f 
Law, Cleveland State University, Cleveland, Ohio.

tion of brain death, only about 10 percent of potential 
donors actually give their organs, leaving a significant 
shortfall (Youngner, p. 321). This organ “gap” has 
engendered many strategies for increasing the w illing­
ness of Americans to donate, everything from bumper 
stickers (“Don’t Take Your Organs to Heaven— 
Heaven Knows W e Need Them Here!”) to required- 
request laws that obligate health care personnel to 
raise the subject with families of suitable donors. Most 
states now make it extremely easy to signify one’s 
consent, for example, by checking a box on one’s 
driver’s license. But these strategies have not proven 
successful, and in their different ways Youngner and 
Selzer suggest one reason: the legal and medical logic 
that grounds such tidy categories as “brain-dead” 
founders on our human experience, and on our very 
language.

Youngner focuses on the “disturbing effects” of 
the organ retrieval process on the health professionals 
involved. It appears that even intensive-care-unit per-
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sonnel and operating room nurses, those high-tech 
professionals to whom we owe our very capability to 
transplant organs, are confused and disturbed by the 
dissonance between their experience and their intel­
lectual understanding. Intellectually, they know that 
the patient is dead, but their immediate experience 
contradicts that understanding in a number of impor­
tant ways. First, they “may find it difficult to ignore 
the signs of life that constantly bombard their senses 
as they provide brain-dead organ donors with inten­
sive and intimate medical care” (p. 321). Cadaver 
donors, although legally dead, appear very much alive; 
thanks to support systems, their skin is warm, their 
color is good, and they continue to digest and 
eliminate.

Second, many of the medical processes that main­
tain these cadavers are the same as those used for live 
patients who are critically ill. “Monitoring and inter­
vention continue at maximal levels in order to protect 
and preserve organs,” and cadavers who undergo car­
diac arrest w ill be resuscitated (p. 321). Like a live 
patient with a hope for recovery, the cadaver “patient” 
is taken to surgery, but in the latter case, the rituals 
of surgery are played out in reverse. Organs are not 
repaired but removed, the patient does not awaken at 
the end, and the final destination is not the recovery 
room but the morgue. The goal of surgery on live 
patients is the patient’s well-being, but in the case of 
cadaver donors, the “patient” is a means to some other 
end. This removal of the “patient” from moral center 
stage presents a number of ethical problems for the 
medical participants. Retrieval seems to violate the 
obligation to treat human beings as ends in them­
selves. Further, the removal of organs and “the 
mutilating nature of some procedures” (p. 322) appear 
to violate our cultural and moral traditions that re­
quire respect for the dead.

Although Youngner does not specifically men­
tion this, the confusion and dissonance health care 
professionals feel is often reflected in an awkward and 
oxymoronic use of language. “Brain-dead” bodies are 
kept on “life-support” systems. It is common to hear 
even nurses and doctors speak of brain-dead patients 
“dying” or “really dying” when the ventilator is dis­
connected. If medical personnel are this conflicted, 
how can families be expected to understand that 
their liv in g , breathing loved one is actually a 
corpse?

One way to get at some of these issues, especially 
in the classroom context, is by reading and discussing 
a fictional account that animates Youngner’s argu­
ments. Fiction has an indispensable role to play in 
thinking and teaching about bioethics. Fiction is par­
ticu larly  helpful in exploding the dry, logical 
categories that “ought” to govern our thinking. 
Through fiction, we can transcend lim its of gender, 
age, and experience to achieve new levels of empathy 
and understanding.

One of the most powerful writers of medically 
oriented fiction is Richard Selzer, retired surgeon, 
essayist, and creator of wonderfully imaginative short 
stories, of which the latest collection is Imagine a 
Woman. The story “W hither Thou Goest” helps us to 
understand why logical and scientific thinking can fail 
us when it does not make room for emotion, ex­
perience, and culture.

Hannah and Sam, a married couple in their thir­
ties, are on their way home from a weekend at the 
beach when Sam is shot in a roadside mugging. Sam 
is declared brain-dead, and Hannah allows the hospital 
to “harvest” his organs. A week after the funeral, she 
receives a letter from the hospital thanking her for her 
generosity and telling her that, thanks to “the miracle 
of modern science,” seven people have benefited from 
Sam’s organs, including the heart recipient, “a man 
just your husband’s age in a little town near Arkansas” 
(p. 4).

Three years later, Hannah finds that she cannot 
get on with her life: “At least if your husband were all 
dead you could one day get over it . . . But this! This 
state of bafflement. Maybe, she thought, maybe it was 
a matter of percentage— if more than 50 percent of 
your husband was dead, you were a widow. Whom 
could she ask?” (p. 7). Worse yet, Hannah is beginning 
to resent Sam. “Here she was, living in this sort of 
limbo, while he . . . was participating in not one but 
seven lives, none of which had anything to do with 
her” (p. 7).

Eventually, Hannah decides that the only way she 
can resolve her doubts and go on with her life is to find 
the man who is carrying Sam’s heart and listen one last 
time to that dear familiar rhythm. Likening herself to 
a woman whose husband had been declared missing 
in action in a war, she sets out on her quest. W ith  only 
a small amount of effort and deception, she finds the 
name and address of the recipient and carefully writes
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a letter introducing herself and inquiring after his 
health. ‘“Dear Mr. Pope,’ she wrote, and then set down 
the pen. There was something absurd about that Mr., 
considering that she had been married for seven years 
to a significant part of the man. But she would let it 
stand” (p. 16).

After a great deal of resistance from the recipient 
and his wife, Hannah finally is allowed to visit their 
home and listen, for one precious hour, to the object 
of her quest:

Oh, it was Sam uel’s heart, a ll right. She knew 
the m inute she heard it. She could have picked 
it  out of a thousand. It wasn’t true that you 
couldn’t te ll one heart from another by the sound 
of it. This one was Sam ’s. H adn’t she listened to 
it  just th is way often enough? W hen they were 
ly in g  in bed? H adn’t she listened w ith  her head 
on his chest, just this way, and heard it  slow 
down after they had made love? It was like a 
litt le  secret that she knew about his body and it 
had always made her sm ile to th ink of the effect 
she had on him . (p. 27)

At the end of that hour of concentrated listening, 
Hannah is ready to go home and take up her life. 
“Never, never had she felt such a sense of consolation 
and happiness” (p. 28).

Selzer’s artistry highlights some of the cognitive 
dissonance that Youngner documents. The doctor 
tells Hannah that Sam is “brain-dead” and then adds, 
“The only thing keeping him alive is the respirator” 
(p. 3). The confusion Youngner points to is sharpened 
in the fictional story, as Hannah reacts to the doctor’s 
deliberately ambiguous language. The doctor ex­

plains, “That way your husband will live on. He will 
not really have died. . .” (p. 4). No wonder Hannah 
cannot visit Sam’s grave:

It wasn’t Sam in that cemetery, not by a long 
shot. It was only parts of Sam, the parts that 
nobody needed. The rest of him was scattered a ll 
over Texas. And, unless she had been m isin ­
formed, very much alive, (p. 7)

In the end, Hannah is glad for the gift she made 
of Sam’s body parts. The term harvest, which she had 
rejected when the doctor first used it (the “real names 
of their deeds [were] dismemberment, evisceration” 
[p. 7}), now seems appropriate, as she describes Henry 
Pope’s chest as “a field of golden wheat in which, for 
this time, it had been given to her to go gleaning” (p. 
28). (Interestingly, Youngner views the term in a 
negative light, “because of the unpleasant associations 
it conjures up for many health professionals” [p. 323].)

Neither Youngner nor Selzer is opposed to the 
removal of organs from cadavers, but each is asking for 
a more sensitive approach to families and others in­
volved in this difficult process. Youngner talks of new 
rituals and practices that would acknowledge the emo­
tional significance of the moment when a brain-dead 
body is withdrawn from life support. He suggests that 
family members be invited to see their loved one at 
the end of the process, when organs have been taken, 
tubes removed, the body “cleaned and covered,” and 
the deceased person is “at peace” (p.323). Selzer’s story 
tells us why this sensitivity is so important and vividly 
captures the puzzle and paradox that are never very far 
off when we retrieve living organs from dead bodies.
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T h e  D iffe r e n c e  T h a t  F a m i l y  M a k e s

D avid  B. Fletcher

Marshall B. Kapp. 1991- “Health Care Decision 
Making by the Elderly: I Get By with a Little Help 
from My Family.” Gerontologist 11, no. 5 (October): 
619-22.

James Lindemann Nelson. 1992. “Taking Families 
Seriously.” Hastings Center Report 22, no. 4 (Ju ly- 
August): 6 -12 .

FOR THOSE OF US WHOSE THINKING about bioethics 
was shaped during the 1970s and 1980s, nothing 
could be more natural than to frame and discuss its 
issues u s in g  the p r in c ip le s  of au tonom y, 
beneficence/nonmaleficence, and justice. This period 
witnessed a great bioethics explosion, a flourishing of 
interest, activity, conferences, publications, associa­
tions, and institutions to address bioethical issues. The 
discussions proceeded from the fairly narrow perspec­
tive supplied by philosophy, which emerged as 
dominant among the several disciplines that brought 
their resources to bioethics, and were relatively unin­
formed by faith traditions, particular ethnic, regional, 
or political loyalties, or other sources of values.

In virtually all textbooks in bioethics from this 
period we are instructed to view bioethics as the 
resolution of hard cases using only these principles, 
particularly individual autonomy. Autonomy, accord­
ing to Beauchamp and Childress’s influential and 
representative Principles o f  Biomedical Ethics, is a prin­
ciple that insists that “autonomous actions and choices 
should not be constrained by others” and that “asserts 
a right of noninterference and correlatively an obliga- 
tion  not to co n stra in  autonom ous ac tio n s” 
(Beauchamp and Childress 1983:62). These authors 
derive the p rin c ip le  exclusively  from secular 
philosophical sources: from Kant’s respect for persons 
and M ill ’s position on ind iv idual liberty . For

David B. Fletcher is associate professor o f  philosophy at Wheaton College, 
Wheaton, Illinois.

Beauchamp and Childress and for many others, 
autonomy admittedly could be overridden by other 
competing principles in particular cases, especially 
when the patient’s competence was in question or her 
welfare unreasonably jeopardized by her unwise exer­
cise of autonomy. Yet autonomy, understood as in­
dividualistic decision making free from interference, 
still occupied pride of place among the various pos­
sib le considerations that could be drawn from 
philosophical, religious, or other sources.

The emphasis on autonomy may have been narrow 
and one-sided, but it was not entirely inappropriate. 
Autonomy provides a particularly effective way of 
resolving situations in which the individual’s wishes 
and interests are to be weighed against the overreach­
ing demands of others, particularly of paternalistic 
health care professionals and powerful governments 
and institutions. It enshrines our deep conviction that 
individuals are of immense value, a value that cannot 
lightly be traded for other considerations. Yet by its 
emphasis on the isolated person, autonomy can falsify 
and distort our understanding of bioethical issues, 
causing us to fail to recognize some of the most 
pervasive situations that arise in biomedical ethics. For 
example, although autonomy seems particularly use­
ful in determining our answers to questions about the 
decision making of competent adults in acute-care 
situations, it is particularly unsuitable for deciding the 
treatment of less competent adults, those in chronic 
care, or children. Even the extension of the notion of 
autonomy in such domains as proxy consent and sub­
stituted judgm ent emphasizes our individuality 
rather than our connectedness.

The significance of the fact that virtually everyone 
belongs to a family is surprisingly masked from the 
bioethicist who holds too exclusively to the autonomy 
model. So great has been the hold of the philosophical 
principles mentioned above that we simply have not 
given significant weight to the family as a decision 
maker, nor have we paid adequate attention to the fact 
that families can be profoundly affected by medical 
decisions regarding one of their members. Two recent 
articles have emphasized the importance of family in 
bioethics, not only as a locus of decision making but
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even as the end to be served by the decisions: Marshall 
B. Kapp’s “Health Care Decision Making by the 
Elderly” and James Lindemann Nelson’s “Taking 
Families Seriously.”

Three questions suggest themselves as we begin 
to examine the relevance of family for bioethics. (1) 
W hat is so special about families that they ought to 
receive greater attention in bioethics? (2) If family is 
so important, how do we account for the fact that we 
have failed adequately to recognize this? (3) In what 
ways w ill attention to the family alter our customary 
ways of thinking about bioethics?

1. Families are important for a number of reasons. 
As public health specialist Marshall B. Kapp notes, 
the family, a basic social unit, is the individual’s school 
of values; we learn and hone our ethics and values in 
families (p. 620). Family decision making may en­
hance a member’s power to make decisions, as Kapp 
finds in his study of elderly patients and their families. 
He believes that mentally capable elderly persons 
typically desire and can benefit from family assistance 
in m aking decisions. He cites studies to show that 
such patients in fact “do not behave as lone, isolated, 
atomistic agents . . . ,  but rather rely heavily on family 
members . . . for assistance in medical decision 
m aking” (p. 619). “Older individuals are not islands 
when it comes to making health care decisions. The 
majority of older persons get by in this context not 
solely by themselves, but with a little help from their 
families” (p. 622).

Family members have important interests in 
whether a member undergoes treatment, as both ar­
ticles recognize. Further, although their place has not 
been fully acknowledged, family interests already fig­
ure in a great many bioethical decisions that arise in 
such areas as long-term care, intensive care, and the 
treatment of imperiled neonates.

2. Several factors help to explain why the role of 
fam ily has not been adequately acknowledged or 
explored in bioethics. First, the dominance of the 
principles-oriented approach seems to slight family 
perspectives. More fundamentally, according to 
ethicist James Lindemann Nelson, standard theories 
of moral philosophy are “inherently suspicious of the 
notion that something as particular and contingent as 
intimate relationships could really be of any deep 
moral importance in themselves”; w ith in  these 
theories such relationships are seen as threats to proper

ethical impartiality (p. 7). In addition, medical prac­
tice has pursued “the interests of the individual 
patient, in splendid isolation from her social context,” 
and has seen family relationships as solely of in­
strumental value, as sources of information about 
patients’ desires and as “reservoirs of emotional sup­
port” (p. 7). On the legal side, Kapp reminds us that 
although the law recognizes individual autonomy, it 
has yet to find a place for family decisions.

3. How does family decision making work, and 
how does it relate to autonomy? The two authors seem 
to envision a family conference for “frank and concrete 
discussions between the . . . patient and family,” in 
Kapp’s words (p. 620). Kapp believes that family 
should serve to enhance the autonomy of patients, in 
particular the elderly, by sharing the burden of 
decision making. Family becomes the basis of “assisted 
or shared consent” when the patient does not desire 
the entire burden of information and control or when 
her capacity diminishes to something between full 
autonomy and incompetency. Kapp argues for a 
“rebuttable presumption in favor of families support­
ing rather than overpowering a capable patient’s 
decision making,” rather than “presumed distrust of 
families and routine outside intervention” (p. 621). In 
order to facilitate familial decision making and to deal 
with the inevitable conflicts that w ill arise, Kapp calls 
for changes in the law by “developing for medical 
decision making purposes some workable analogue to 
joint banking accounts, joint tenancy, tenancy in com­
mon, and other legal devices” with a long history in 
property law. He advocates a “joint medical consent 
account” established between patient, designated 
family member, and health care provider, agreeing to 
joint consent of the patient and family member while 
the patient is competent, and consent by the family 
member after competency is lost (p. 622).

Nelson believes that family conferences w ill 
reflect and express “familial character”—the par­
ticular patterns of choosing projects and setting goals, 
expending energies and resources, and assigning bur­
dens that constitute a family and its sense of itself— 
and that this character w ill importantly shape their 
familial decisions.

Though these two authors would agree that our 
present individualistic medical ethic is deficient, they 
disagree about the way family considerations ought to 
affect the process and content of decision making.
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Nelson makes much of a point that Kapp also acknowl­
edges, that there may be disagreements between non­
patient family members and between family and the 
patient. How are we to proceed when there is a dis­
agreement between the patient and her family about 
her treatment? This potential for conflict is particular­
ly troublesome because both authors eschew “the 
claim that one kind of family is morally canonical” 
(Nelson, p. 6) and insist that “family” may include 
lovers and others who are not related and may exclude 
individuals who are related but not judged to be 
“close.”

The answer to the question of conflict w ill look 
different if  we consider the patient’s welfare as 
preeminent, so that the disagreement is about how 
best to advance this welfare, or if we consider that the 
welfare of other fam ily members must also be considered. 
The possibility presents itself of family members’ 
attempting to assert their wishes over those of the 
patient to benefit not the patient but themselves, a 
situation clearly anathema to traditional autonomy 
theorists. Philosopher John Hardwig (1990) has ar­
gued that we must give weight to the medical and 
nonmedical interests of both patient and family and 
that sometimes the patient’s interest should be 
sacrificed to those of the family. As he says, “I am a 
husband, a father, and still a son, and no one would 
argue that I should or even responsibly could decide 
to take a sabbatical, another job, or even a weekend 
trip, solely on the basis of what I want for myself. Why 
should decisions about my medical treatment be dif­
ferent?” (Hardwig 1990:6).

Kapp finds this approach unacceptable; he 
believes that the vulnerability of patients, particularly 
elderly patients, requires that they be protected from 
familial coercion intended for the benefit of either the 
patient or the family. In conflict situations, Kapp 
supports the patient’s wishes over those of the family 
and calls on physicians in some circumstances to “in­
tervene to protect the patient from the family” (p. 
621). Nelson steers a middle course between Kapp and 
Hardwig. He believes that family wishes and interests 
should be factors in the family conference, but he 
explicitly stops short of requiring family consent to a 
procedure the patient might desire. He believes that 
the special vulnerability of patients should make us 
cautious about bypassing patient consent (or lack of 
consent) in favor of family interests. W hile stopping

short of requiring the patient to get family consent 
before undergoing a treatment, Nelson wishes to ex­
pand the decision-making role of the family con­
ference and to admit the relevance of the treatment’s 
effects on the family as a whole. For Nelson, a patient’s 
treatment decisions should be treated as “rebuttable 
presumptions in her favor,” but the family should have 
the option of challenging patient consent through 
institutional mechanisms not unlike present-day 
ethics committees (p. 11).

W hat is the religious believer’s response to this 
trend? Is the recovery of the role of the family in 
bioethics something to be celebrated or to be feared? 
The discussions offered by these authors suggest that 
both responses are reasonable. Our embeddedness in 
family is an important resource that can enrich our 
approach to ethical decisions. It is in family that we 
develop our religious convictions, our sense of what is 
important in life, and our sense of responsibility. 
Along with the newly recovered virtue and narrative 
approaches to ethics, which insist that our ethical 
concepts are rooted in communities and their stories, 
attention to family can help us break out of the overly 
restricted and secular language offered us by recent 
philosophers. Unlike the major philosophical tradi­
tions, religious traditions generally conceive of in­
dividuals as members of families that play crucial roles 
in treatment and patient-care decisions. And religious 
bioethicists have never been as neglectful of the im­
portance of family as have some others.

Nearly every faith tradition would also be con­
cerned with the definition of fam ily  that seems to be 
operative in these articles. Faith traditions typically 
preserve some sort of “canonical” concept of the family 
such as our authors reject on grounds alien to religious 
concerns. Although religious believers may well 
recognize the changing complexion of the American 
family, they still generally argue that one’s spouse, to 
whom one is bound in covenantal faithfulness, oc­
cupies a place that a less committed lover cannot, and 
that one is bound covenantally to children and parents 
with indissoluble bonds that are stronger and of more 
significance than feelings of “closeness” in one’s 
present friendships and relationships. Although it is 
indeed appropriate to find a role for lovers and friends, 
for the religious believer the line between families 
bound in covenant and other people has a special 
spiritual significance.

Second Opinion • A pril 1993

123



On the B ioethics Front

The blurring of the line between family and non­
family in these two articles exacerbates the problem of 
deciding what is to be done when a disagreement arises 
between patient and family and between family mem­
bers themselves, disagreements all too common in real 
life. If family decisions and patients’ decisions are to 
be given similar weight, such disagreements w ill pose 
serious problems of adjudication. And as we find 
ourselves taking account of the nonmedical burdens of 
treatment on family members, there is strong reason

to believe that the welfare of vulnerable patients w ill 
be compromised. Serious problems w ill arise when we 
subordinate the interests of the patient to those of true 
family members, let alone to those of people judged 
“close” to him. The bioethics community and the 
broader society w ill need to engage in serious, com­
m itted discussion of these conflicts between in­
dividual and family and to search for decision-making 
procedures that adequately recognize the claims of 
both.
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Amid great controversy, preventive-health clinics 
opened at three high schools in Denver four years ago. 
Today, surveys show 95 percent of students and 
parents like the concept.

“These programs are very threatening to all kinds 
of people,” acknowledges Dave Kaplan, M.D., chief of 
adolescent medicine at Children’s Hospital in Denver. 
For the first few months of their existence, the clinics 
made the front page of the local newspaper almost once 
a week. At least one religious leader fanned fears that 
the clinics would provide abortions. “Disrupting in­
stitutions to this extent, I knew we were making real 
changes,” Dr. Kaplan said.

Staffed by registered nurses, nurse practitioners, 
and clinical social workers, the three school-based 
clinics together now log more than 1,000 visits a 
month. At a yearly cost of $150 per student, they offer 
sports and job physicals; immunizations; psychologi­
cal counseling; and treatment for acne, respiratory 
infections, strains and sprains, and sexually trans­
mitted diseases. Support groups serve gay teens, teens 
grieving the death of a parent, suicidal teens, and those 
who have been kicked out of their homes. Some stu­
dents use the mental health services up to 100 times 
in a school year.

“Now, when you see a depressed kid who’s been 
kicked out of his house, instead of referring him to a 
nurse, who refers him to the community, where there 
are no services, that student is taken care of,” Dr. 
Kaplan says.

“This is a new frontier, a redefinition of school 
health,” adds Kaplan. “If you really want to reach kids, 
you go to where kids are.”

(American M edical News, 21 December 1992)

The diagnosis of developmental problems in a child 
can throw a family into crisis. When a child is diag­
nosed with a genetic or chromosomal problem that 
w ill cause developmental delay, the physician’s job is 
only beginning. A study in the October 1992Journa l 
o f  Pediatrics looks at how parents were informed of 
their child’s diagnosis and how they would like to have 
been told.

Investigators surveyed 189 parents. At least half 
the parents gave physicians high marks for being 
caring and for allowing them to talk. Nevertheless, 95 
percent would have preferred more opportunity to 
talk, 94 percent wanted a chance to show their feel­
ings, 97 percent wanted physicians to show more 
caring, and 93 percent wanted doctors to express their 
own feelings. Forty-two percent felt they did not 
receive adequate information at the time of diagnosis. 
Although 87 percent of parents strongly desired con­
tact with a family in similar circumstances, only 19 
percent were referred, including only 8 percent of 
parents learning of the diagnosis at birth.

{Journal Watch, 1 December 1992)

Africa has the highest child mortality rate in the 
world: 10 times the rate in the industrialized world. 
Twelve percent of the world’s children under five are 
in Africa, but 33 percent of the 40,000 children in that 
age group who die each year are in Africa.

([UNICEF’s} First C all fo r  Children, 
October-December 1992)
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Children’s self-esteem is affected by memories of their 
successes and failures and by the way adults important 
in their lives responded to both. But “the single most 
critical factor in self-esteem is physical appearance,” 
said Dr. Susan Harter, a professor of psychology at the 
University of Denver who studies low self-esteem in 
children. “Children who feel they’re not good-looking 
tend to have low self-esteem,” Dr. Harter continued, 
adding that this is a particular problem for girls.

Children’s feelings about themselves color how 
they interpret the world. Those with high self-esteem 
are like ly to attribute their success to skill and effort, 
while those with low self-esteem often attribute suc­
cess to luck. They distrust their own accomplishments 
and anticipate failure.

“Low self-esteem becomes more entrenched and 
resistant to change as children reach adolescence,” said 
Dr. Martin Ford, a developmental psychologist and 
associate dean of the school of education at Stanford 
University in Palo Alto, California. “Younger children

usually don’t interpret each bad thing that happens as 
a confirmation that there’s something wrong with 
them.”

One problem for parents and teachers is telling 
the difference between poor self-esteem, which can 
often be helped quickly and strikingly, and depres­
sion, which is more dangerous because of its associa­
tion with drug and alcohol abuse and suicide. One 
important measure is whether the children are still 
actively involved in their social, family, and academic 
lives.

(New York Times, 21 January 1993)

Paternity leave is offered by 31 percent of the nation’s 
largest 1,000 companies, but only slightly more than 
1 percent of eligible employees take advantage of the 
option. Reason: Many men refuse to take paternity

leave because they fear losing their job . . . getting 
passed over for advancement . . . being considered a 
“wimp” by their fellow workers.

(Bottom Line, 15 January 1993)

Several years ago therapists debated whether children 
could be depressed at all; now the diagnosis is some­
times made as early as the age of 2. The main reason 
for the debate is that depression in children can look 
very different from the way it looks in adults. Sadness 
is frequently not the most prominent symptom, espe­
cially in children under the age of 8. Instead, the 
depression can show up as anger, belligerence, ir­
ritability, trouble concentrating in school, or vague 
physical complaints.

A child can display some of the signs of depression 
for several weeks without there being any lasting 
problem. This is especially true when the symptoms 
seem to be a reaction to a specific stress or trauma, such 
as a death in the family or a move to a new town. 
Symptoms that persist for more than a month and 
markedly change a child’s personality and ability to 
participate in daily life may be an indication of depres­
sion.

(New York Times Magazine, 2 October 1992)

Prevention is the goal of the new guidelines for adoles­
cent health developed by the American Medical As­
sociation and the Centers for Disease Control. The 
Guidelines for Adolescent Preventive Services take a 
comprehensive approach to combating the health 
threats to young people. The product of two years of 
research and consultation with medical specialty 
societies and other experts, the guidelines make 24 
recommendations in these key areas:
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(1) delivery of health services, calling for annual 
checkups for all people 11 to 21 years old;

(2) health guidance, urging doctors to provide 
information and advice to adolescents and parents on 
how to cope with the physical and emotional changes 
of adolescence;

(3) screening for health problems most likely to 
affect adolescents, including eating disorders, smok­
ing, depression, and sexual behavior that could result 
in unintended pregnancy or sexually transmitted dis­
eases;

(4) immunizations, including hepatitis B vaccina­
tion for adolescents who engage in high-risk be­
haviors.

The ambitious goals of the recommendations can 
be realized in large part during normal visits by 
adolescents to their doctors.

{American M edical News, 18 January 1993)

Millions of U.S. children are not receiving a healthy 
start because of a lack of health insurance and access 
to doctors, hospitals, or health clinics, stated the 
Children’s Defense Fund (CDF) in a recent report 
calling for major changes in the nation’s health care 
system. The CDF cited the nation’s “scandalous” im­
munization rates— fewer than 60 percent of 2-year- 
olds are fully immunized in most states— and the 
re-emergence of preventable diseases as major reasons 
for taking action.

First lady Hillary Clinton serves on the children’s 
advocacy group’s board of directors. In the report, the 
CDF urges the Clinton administration to take prompt 
executive action to consolidate vaccine purchases and 
distribution for all children in federally funded health 
programs, improve Medicaid coverage of immuniza­
tions, and require that all federal employee health 
benefit plans cover the full cost of childhood vaccines.

The group reports that every dollar spent on im­
munizations would save at least $ 10 in later treatment 
costs and that a new universal childhood immuniza­
tion plan would save billions of dollars in future costs.

The CDF stated that Medicaid, although it assists 
m any in d ig e n t A m erican s , needs expanded 
governmental support because it does not reach the

near-poor and middle-income families who lack 
employer-based insurance. On the state health front, 
the report looks favorably at recent initiatives in M in­
nesota and H awaii to expand health insurance 
coverage. But it cautions that “particularly dangerous 
for children are plans that seek to control costs in 
Medicaid and other low-income health programs 
without applying cost containment measures.”

(AHA News, 25 January 1993)

The main section of the old Ashton hospital complex 
in Ashton, Idaho, is now a nursing home, and the 
surgical wing has been converted into a day care 
center. The young and the old get together for a 
weekly skit or activity, and some residents are visited 
by the toddlers during the week. Nursing home resi­
dent Lillian M iller says, “Everybody loves the little 
ones. It helps keep the older ones younger because our 
hearts are young.”

{American M edical News, 14 December 1992)
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NO MATTER WHAT MY INTELLECTUAL or professional 
reasons for reading books on pain, those are not the 
real reasons. W hat truly motivates my reading is the 
sense that pain circumscribes my life; I begin and end 
in pain. Between beginning and ending I search for

A rthur W. Frank is professor o f  socio logy a t  the U niversity o f  C algary, C a l­
ga ry , A lberta, Canada.

responses to pain, both my own and others’. Respond­
ing to pain is not easy, because pain is both here and 
there; both where it hurts and in the mind that signals 
hurt; both in my body and in its environment. Pain is 
the most concrete of sensations and the most mobile 
of phenomena.

Although pain is a constant in human existence, 
it is an elusive constant. Pain’s elusiveness appears to 
be increasing, and that increase leads me to adopt 
David Morris’s trendy term postmodern for the title of 
this review essay. Recent books about pain convince 
me that we have crossed some threshold, here as 
elsewhere. Pain does not just remain the same; what 
counts as pain changes, as do the remedies for this 
pain. Even pain is not what it used to be.1

Good books on pain are hard to find. David 
Bakan’s Disease, Pain, and Sacrifice: Toward a Psychology 
o f  Suffering (1968) is a classic, and important recent 
works include Arthur Kleinman’s exploration of lives 
lived with chronic pain in The Illness Narratives: Suf­
fering, Healing, and the Human Condition (1987) and 
Eric Cassell’s study TheNature o f  Suffering and the Goals 
o f  Medicine (199U- W illiam  F. May places pain at the 
center of medical ethics in The Patient’s Ordeal {1991). 
The latter three books are purposively and justifiably 
illness-centered, but we cannot understand the pain of 
illness by considering illness alone. The contribution 
of David Morris’s Culture o f  Pain is to show how pain 
permeates culture and how culture determines the 
experience of pain.2
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Tragedy, Boxing, and Medicine

MORRIS OFFERS SOME REAL HELP responding to pain , 
bu t w hat he offers d id  not become apparent to m e u n til 
rather late in  his book. From the start I adm ired  the 
breadth of his scholarship: The Culture o f  Tain is a 
va luab le archive of quotations and anecdotes, of art 
works, and of m edical research restated in lay term s. I 
appreciated w hat M orris had pu t together, bu t too 
m uch m ateria l was being passed through too q u ick ly ; 
I had to be p atien t w ith  his haste.

Morris’s thesis is clear: “pain is not just blindly 
felt or unreflectively endured as a series of biochemical 
impulses. It changes with its place in human history” 
(p. 45). This thesis is more controversial than we may 
first realize; it is certainly recent. Morris presents an 
illustration from Descartes’s De l ’homme{ 1664), show­
ing how nerve responses travel from the peripheral site 
of pain to the brain. What is most interesting about 
the figure in the illustration is that it is ageless, sexless, 
and without race. “Its blankness probably reflects a 
desire to situate scientific truth in an abstract or 
universal realm,” Morris writes; “Descartes, in this 
early version of the organic model, gives us what 
amounts to a picture of pain in a vacuum” (p. 271).

Medicine still considers pain to lie within a Car­
tesian “vacuum.” But pain for Morris exists only in a 
context, and to prove this point he shifts from one 
context of pain to another. Morris speaks alternatively 
as field researcher in a pain clinic, as art and literary 
critic, as epidemiologist, as medical historian, and as 
lay expositor of science. He is more comfortable in 
some of these voices than in others, but all are done 
well. The glimpses of pain in each context are provoca­
tive, but Morris stops short of analysis. I was engaged, 
but my deeper needs for reading were unmet.

Morris’s chapter “Tragic Pain,” however, moved 
me from merely respecting the book to valuing it. 
Morris begins with an invocation of pain in Oedipus 
Tyrannus and in King Lear. The culminating moments 
of both plays involve not speech but a cry: Oedipus’s 
“single, repeated cry of agony: speech rolled back into 
mere sound and torment,” and Lear’s words that “are 
not so much words as sounds, less spoken than bel­
lowed like an animal cry” (p. 248). The chapter then 
proceeds to contrast Sophocles’ little-known tragedy 
Philoctetes with Joyce Carol Oates’s recent nonfiction

book On Boxing. In this contrast of tragedy and boxing, 
Morris critiques the medical view that dominates our 
contemporary thinking about pain.

“The sternest wisdom of Greek tragedy may be 
that suffering cannot be shared: only witnessed,” Mor­
ris writes (p. 253). Oates attends boxing matches as a 
witness to the tragedy of the body. She describes this 
tragedy: “The defeat of one man is the triumph of the 
other: but we are apt to read this ‘triumph’ as merely 
temporary and provisional. Only the defeat is per­
manent” (quoted in Morris 1991:261). Morris turns 
these insights back onto medicine: “Only in pain . . . 
does the boxer, like the tragic hero, truly live. This is 
the thought that medicine finds so intolerable, why it 
must resist the tragic at all costs” (p. 262).

Morris’s argument for this statement rests on 
asking a question that at first appears trivial but 
becomes one of those details that solve great puzzles. 
W hy, among all the unhealthy activities that or­
ganized medicine might criticize, do medical associa­
tions have the easiest time passing resolutions to ban 
boxing? “W hy single out boxing?” Morris asks (p. 
262).

Oates has pinpointed the reason: boxing presents 
a tragic image of the irremediable pain of the body. 
“Medicine simply cannot carry out its work gripped 
by a vision of permanent defeat.” Morris concludes:

Tragedy, like a dark alter ego, strips away the 
illusion that living well or eating well offers any 
protection against the destructive forces within 
ourselves and within our world that we cannot 
control or defeat but only endure, until en­
durance itself becomes too terrible to bear. (p.
2 6 5 )

Reading this, I gained a new perspective on issues like 
why medical associations oppose physician-assisted 
suicide for terminal patients in extreme suffering. I 
also became better able to question my own resistances 
to images of destruction and defeat.

Morris concludes w ith the useful notion of 
postmodern pain (p. 280). Not only does this term 
reinforce his argument that pain never remains the 
same, it also suggests why his book must shift, even 
jump, from one context of pain to another. Those rapid 
shifts are precisely the postmodernity of pain. Morris 
finds the most salient of the postmodern charac­
teristics of pain in philosopher Jean-Frangois Lyotard,
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who “defines postmodernism as the condition in 
which vast, overarching, general systems of explana­
tion (he calls them ‘metanarratives’) lose their power” 
(p. 282). Christianity, Marxism, and medicine are all 
metanarratives, and Morris’s point is that within 
postmodern culture, none of these, by itself, can provide 
an adequate response to pain.

Postmodernism is controversial because many of 
those at the height of their professional powers have 
built their careers by advancing explanations and in­
terventions based on one metanarrative. The fun­
damental postmodernist claim that no narrative is 
“meta” to others is no easy p ill to swallow. But when 
we have traveled with Morris through all the varia­
tions of pain and comedy, tragedy, hysteria, sex, 
pleasure, and politics, we realize there is no one 
privileged narrative but rather a labyrinth of connec­
tions and reciprocal effects. The postmodernist case for 
the demise of any metanarrative becomes compelling.

But one narrative does still dominate our sense of 
pain, and Morris’s central concern is with medicine. 
He manages to be neither a skeptic nor an apologist: 
he recognizes medicine’s achievements as well as its 
lim its and gives both their due. But his point is that 
medicine alone cannot address postmodern pain.

By the end of my reading, my only contention 
with Morris concerned his title. We have, on his 
account, not so much “the culture of pain” as “culture.f 
of painr.” Medical “pain control” is inadequate unless 
the patient’s suffering is also responded to. W e con­
tinue to need medicine, but its narrative hegemony 
has broken down. To respond to a proliferation of pains 
we need a proliferation of narratives. In several recent 
books we find both this proliferation of experiences 
that count as “pain” and a parallel expansion of narra­
tive forms witnessing that pain. In these narratives 
pain is no longer just spoken of; its telling is not 
reserved to experts. Now pain speaks, told by those 
who live it.

The Pain of Disappearance

JOSIE, THE ANOREXIC PROTAGONIST of Jenefer 
Shute’s novel Life-Size, m ight appreciate the discus­
sion above on boxing. The boxer prepares his body to 
a point of perfection, the better to have it battered. 
The anorexic perfects her body to the point of its own

battered disappearance. I wonder if Josie would see the 
boxer disappearing into the blows of his opponent, 
blows he wills without wanting.

Anorexia nervosa is a postmodern disease not 
because of its apparently recent prevalence but because 
its pain confuses us: it looks self-inflicted. A nurse 
placing Josie on the ultimate medical regimen before 
tube feeding tells her, “It’s up to you,” and so it can 
appear to be. Josie responds, “When has it ever been 
up to me?” (p. 73). The achievement of Shute’s novel 
is to bring us to believe that little has ever been up to 
Josie, but perhaps, with luck, her future can be her 
own.

Life-Size is a sustained first-person monologue, 
and only this form could wind us so deeply into Josie’s 
pain. Shute relieves the tension of this monologue by 
flashbacks and some dialogue, and an intermittent 
“Diagnostic Profile” form, to which Josie supplies 
answers that would be funny: “Have you ever ceased 
menstruating fo r  more than two months? Whenever pos­
sible” (p. 141). The final question: “D id any particular 
events in your life trigger this behavior? List as many as 
applicable:” (p. 176). The colon is left open because the 
whole book, Josie’s whole life, is the only answer.

Clinicians could single out a childhood incident 
of sexual abuse, or later sexual encounters that are 
voluntary but dissociated, or d isgust w ith her 
mother’s self-indulgence as being “causes” of Josie’s 
disease; but why not call it the vacuousness of her 
postmodern world? Josie sees nothing but pretense 
around her. Sex is only slightly more ridiculous than 
eating; in both people gorge themselves without 
pleasure. At a distance we could say the anorexic’s 
disease makes her see people acting this way, but 
Shute’s art allows us to share Josie’s vision. Josie’s 
vulnerability is her half-clever ability to see through 
the hypocrisy but not beyond it. Thus she chooses to 
reduce herself to pure w ill, the only thing left that can 
be pure.

When Josie’s parents surprise her with a visit, she 
describes her response: “I remained unmoved by the 
door . . . feeling something in me begin its familiar 
decampment to a cool, untouchable place just under 
the sternum” (p. 73). Everything in her life has led 
toward that cool, untouchable place into which her 
body is enfolding, disappearing. Anorexia is a final bid 
for control: “I don’t want any involuntary responses; 
soon, in this body, everything w ill be w illed” (p. 5).
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Josie reduces herself to pure w ill, sealed on itself, 
keeping others out. When we see Josie’s life as she 
does, we as readers encounter little we would want to 
let in. Anorexia as a choice is given coherence, and my 
realization that I shared the coherence of that choice 
was deeply disturbing.

Josie’s pain is the acceptable by-product of exer­
cising her w ill: “My skin is red and scaly from scrub­
bing (since I’ve been eating so much, I never feel 
clean), my arms covered with bruises and pin-pricks 
[hospital inflicted], my legs like twigs in hospital- 
issue scuffs” (p. 98). The greater pain is isolation. At 
one of her turning points, she begins to make human 
contact (again, or for the first time?) and asks a nurse 
to feed her (p. 79)- Hearing this request, we realize 
others have only fed on her. She needs nurturing but 
also lim it: if  another feeds her, the other w ill know 
when to stop, and this is what Josie has never learned. 
“That’s how we first know the world,” she writes, 
“through the ecstatic workings of lips and tongue, but 
now some current has reversed in me, and I negotiate 
the world by keeping it out. Because if you begin 
taking things in, how w ill you know when to stop?”
(p. 169).

The terror of this absence of lim its is the 
postmodernity of Josie’s pain. “Some current has 
reversed,” and in a world of surfeit, lack must be 
self-imposed. Anorexia is a disease of reversals, 
paradoxes, and contradictions; life follows the nega­
tive narrative of exclusion, shutdown, refusal. The 
only w ill is negation, which presents the paradox of 
writing anorexia, not writing about it, but writing 
from within it. A book, with its promise of fullness, 
is the last thing an anorexic could produce. Shute’s 
achievement is to retain anorexic emptiness within 
authorial production. Josie ’s emptiness remains 
bearable to read because Shute continues to feed us 
words.

W hat I value most in Life-Size is that author and 
editor did not compromise the ending; there is no 
heroic cure or salvific caregiver. Josie does develop a 
relationship with a nurse, but between them under­
standing remains tentative. The psychoanalyst 
Donald W . Winnicott described the best mothering 
as “good enough.” Josie’s nurse is “good enough,” and 
for just that reason she is able to help. W e never find 
out whether she feeds Josie physically or not, but in 
her presence Josie starts to eat.

At the end they discuss Josie’s two choices: to live 
or to die. The reader certainly hopes she w ill live, but 
it ’s not certain. Josie w ill return to the same life, full 
of the same people who still want to feed on her. Her 
survival depends on whether she has changed enough 
to encounter that life differently. Maybe— the book is 
too honest to assure us—she now has a choice that her 
younger self never had.

But if having choices can lessen some pains, choice 
can also be a source of pain, as the situation of the 
infertile demonstrates.

Medicalized Pain and 
Failed Theodicy

“YOU CAN'T GET RID OF THE PAIN,” an infertile 
woman tells Arthur Greil (p. 81). In some specific 
treatments the pain is physical, but the deeper pain of 
infertility is the sense of personal failure, the loss of 
identity, and the loneliness. Infertility is private 
enough that few share it, but also public enough to 
render the infertile constantly vulnerable to the insen­
sitivity of others, the “W hy haven’t you had kids?” 
questions. Because others often assume their infer­
tility  is voluntary childlessness, the infertile feel stig­
matized. It says volumes about infertility that few are 
able to reframe their lives to make voluntary childless­
ness an acceptable option. Greil found that no couple 
in his sample (admittedly a biased one) “reconciled 
themselves to childfree living” (p. 98).

Men and women describe infertility as “engulf­
ing.” They speak not only of the condition but of its 
promised cure. “As with chronic illness,” Greil writes, 
“the infertility treatment regimen can easily over­
shadow other aspects of patients’ lives” (p. 97). This 
same engulfing inseparability of the pain originating 
in the body and the pain of treatment reappears below, 
in the discussions of the chronically ill and of children 
with cancer. Medicine can relieve some pains, but it 
also causes others.

Greil writes as a sociologist who has been where 
his research subjects are. The back cover of Not Yet 
Pregnant tells us that he and his wife “discovered their 
infertility in 1981. ” Arrested by this phrase, my mind 
flashed a revision of Genesis 16:1— “Now Sarai and 
Abram discovered their infertility and entered into a
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surrogacy contract with Hagar.” The same bodily 
conditions still cause us pain, but is that pain the same 
when new institutional arrangements have given it 
new names?

Greil probably saw irony in the book jacket’s 
description of him, because his topic is “the social 
construction of infertility,” and the phrase “discovered 
their infertility” exemplifies how society constructs. 
Nor is my biblical free-association misplaced: society 
constructs the pain of infertility through religious 
institutions and meanings. Meaning is the third aspect 
of infertility that Greil focuses on. The other two 
topics are how infertility both reflects and affects 
contemporary marriage, and how infertility is defined 
by medicine. Because of space limitations I w ill skip 
marriage and discuss medicine and meaning.

Childlessness has recently become a medical con­
dition: infertility. A ll those in Greil’s interview sample 
were, at least for a while, committed to medical diag­
nosis, treatm ent, and the promise of cure. This 
medicalization of the infertile has a good deal to do 
with the professional organization of gynecology, and 
Greil has some provocative statistics on how infertility 
treatment has resolved a supply/demand imbalance for 
physicians practicing in that area (p. 45). More 
relevant to this review is how medicine affects pain.

The p icture of doctor-patient relationships 
reported in Not Yet Pregnant is not comforting. Tales 
of medical insensitivity are chilling. Physicians who 
have no special expertise in fertility issues prescribe 
treatments they understand less well than their 
patients do. Patients fabricate the stories they know 
physicians wait to hear before some treatment is ini­
tiated. Some physicians, and more nurses, get praise; 
these are not the best technicians but the ones who 
w ill “cry w ith” their patients. The response to others 
is summed up by one respondent: “I have much less 
faith in {physicians}. I realize how many mistakes 
they make. Before I used to think they were quite 
perfect. I don’t have the feeling they really care” (p. 
87).

W hether the medicalization of infertility con­
stitutes a social problem depends on several issues, 
including the often questioned safety of drugs current­
ly prescribed. Greil apparently considers this issue 
outside his purview; that none of his interviewees 
raises it suggests again that they are a biased sample. 
But Greil does tell us about another central question

of medicalization—how much pressure physicians 
exert on patients to seek and continue treatment.

Greil reports that in itially most patients, who are 
wives almost exclusively, had to “coax their physicians 
into a more active stance” in starting infertility testing 
and treatment. Once treatment was initiated, how­
ever, respondents reported being pressured to con­
tinue (pp. 88 , 102). This m edical coercion is 
summarized by a sign hanging in a clinic where in 
vitro fertilization (IVF) is practiced. It reminds 
patients: “You never fail until you stop trying” (p. 
102).

The biggest problem of medicalization may be 
that the treatment emphasis excludes consideration of 
other options like adoption. Medical treatment 
availability thus increases “normative pressure” on 
women to remedy childlessness by continuing to try 
to have their own (and their husband’s) biological 
children (p. 184). This pressure is certainly greater on 
women than on men. Greil concludes, “The escalating 
medicalization of reproduction during the course of 
the twentieth century has meant that women are 
increasingly living lives punctuated by medical inter­
vention in ways that men’s lives are not” (p. 184). 
Regardless of which spouse has the physiological 
problem, wives think of themselves as infertile, and 
medical intervention is disproportionately directed at 
women’s bodies, with side effects including medically 
caused infertility, as in the DES failure.

If those in medicine find that Greil’s research 
raises hard questions, clergy will be no less challenged. 
Speaking about church, one respondent says, “God, 
that is the worst place to go if you’re infertile” (p. 59). 
The reason is the constant definition of families as 
including children. One of the most moving anecdotes 
told of a Mother’s Day service when the minister 
“asked all the children to go around and hug all the 
women that didn’t have children in church” (p. 62). 
However well-intentioned that gesture, the couple 
found it the most painful reminder of their infertility 
and “refused to go” to subsequent services.

Religion dominates the search of many infertile 
couples to find some meaning in their experience—a 
meaning that medicine simply refuses to address. 
Infertility, like any form of suffering, requires some 
justification or theodicy. Greil defines a theodicy as 
containing two parts, “an interpretation of personal 
suffering and a mechanism of social control. . . .
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Theodicies simultaneously explain suffering and warn 
people away from culturally proscribed behavior” (p. 
155). Because of their social control component, 
theodicies tend to fail as compassionate responses to 
suffering; they fail by blaming the victim.

Available theodicies leave the infertile question­
ing God. A Catholic woman says, “There’s nobody I 
can really be bitter at other than God. It’s terrible to 
say, but I’ve quit going to Mass because {voice falter­
ing] I feel that God’s let me down, that He’s punishing 
me, and I’ve never done anything to deserve it” (p. 
161). That an intelligent woman who has led a 
religious life could hold such beliefs should be disturb­
ing, and her comment was not isolated. Most respon­
dents felt that “there must be a reason” (p. 164), and 
alienation from God seems to have been frequent. 
Those who have what Greil identifies as the strongest 
religious background feel the strongest alienation (p. 
167). As sad as this loss of faith is, I was more unnerved 
that respondents whose infertility problems ended 
happily reported an increase in faith. Is faith measured 
by payoff? For many people, apparently yes.

“To accept the kinds of answers traditional 
theodicies give implies a spirit of resignation,” Greil 
concludes (p. 173). Such trad itional, b lam ing 
theodicies are what his respondents find in church. 
That report is the frightening, challenging finding of 
Greil’s research.

Not Yet Pregnant is the best entree I have found 
into the lives of those undergoing infertility treat­
ment. Greil’s policy conclusions, however, gloss some 
troubling issues. He writes that “most IVF clinics 
implant all fertilized eggs in the uterus to avoid 
criticism from Catholics and others who feel that 
allowing a fertilized egg to die is tantamount to 
abortion” (p. 183). He does not point out that if  all 
these implanted eggs “take,” there then must be a 
“selective reduction” to a number that the womb can 
sustain. But in my experience women are not always 
told about selective reduction as part of informed 
consent for treatment.

Greil is equally uncritical of medicine’s inevitable 
arbitration of family values when it treats infertility. 
He seems to applaud clinics that lim it their clients to 
married couples (p. 183). People disagree on how 
parental marriage agreements and sexual orientations 
affect children; unlike Greil, I ’m pleased that my 
university’s hospital no longer restricts their services

to married couples. But our respective preferences are 
not the point. Whatever values one holds, do we want 
medicine— and not just physicians but medical 
bureaucrats from politicians to insurers—deciding 
the issue? Medicine cannot enter the fertility business 
without becoming an arbiter of values—a role for 
which practitioners have no special expertise or man­
date.

But these issues are tangential to the book’s 
central contribution. The pain of infertility may be 
best described when Greil writes that those in treat­
ment can neither escape their infertility nor accept it 
as inescapable (p. 177). Quitting becomes failing, and 
no couple reports reconciliation to childlessness. 
Those of us outside this pain can easily say “just let go 
of it”; as the nurse says to the anorexic Josie, “It’s up 
to you.” But I imagine many of Greil’s respondents 
would answer as Josie does, “When has it ever been up 
to me?”

“Undramatic” Pain

T he sectio n  h ead in g  is fro m  DAVID m o r r is , who 
also calls chronic pain the “defining illness” of our era. 
But despite the number of those who suffer,3 chronic 
illness is comparatively invisible. Morris writes that 
chronic pain “keeps its low profile by doggedly failing 
to convey the macabre glamour of deformity, con­
tagion, and imminent death” that attracts attention 
to diseases like AIDS (p. 66). Although Morris’s re­
search included fieldwork among the chronically ill, 
he tells us little about how pain constructs their daily 
lives. We thus turn to Kathy Charmaz, a sociologist 
whose Good Days, Bad Days is the result of a decade of 
intensive interviews with the chronically ill.

The term chronic illness becomes increasingly 
vague as medical technology renders previously acute 
conditions long-term. Charmaz includes persons with 
forms of cancer and heart conditions among the 
chronically ill. The distinction between diagnosed and 
undiagnosed chronic pain is passed by equally quickly, 
though Charmaz coins the useful phrase “diagnostic 
relief” to express the importance ill persons place on 
having a legitimating “disease” label (p. 24).

Charmaz’s real interest and what distinguishes 
chronic illness for her is time. Illness is chronic when 
it forces the person to revise his or her sense of the
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temporal continuity of life. Temporal continuity, or 
its lack, is in turn the basis of the self. The physical 
pains of chronic illness ultimately become losses of the 
self, losses experienced as disruptions of the self s 
continuity through time.

The physical pains of chronic illness take us back 
to the screams of Oedipus and Lear:

A young woman with severe dermatitis and 
colitis said: “At that moment when you’re alone 
in your room, the itching is so bad you want to 
claw your skin off or the pain is so bad . . . with 
colitis, [I’m] crying, sitting on a toilet or just 
curling up in a ball in bed and covering up my 
head and crying, crying. There was nothing I 
could do. I just had great pain. I was out of 
control. My body was taken over at that point.”
(pp. 86-87)

Chronic illness begins with the body being “taken 
over” by pain. Soon this bodily pain is compounded 
by social pains. Another woman describes how she is 
treated in a medical clinic: “You are raked across the 
coals and torn apart bit by bit until you are no longer 
the person you thought you were . .  . they are clawing 
you apart” (p. 102).

This treatment pain is having identity stripped 
away and replaced with medicine’s version of self; a 
patient says: “If your previous definition, or basis, or 
whatever, has been knocked all to smithereens, you are 
left with their definition— it ’s all you have” (p. 103). 
Charmaz summarizes the destructive power of medical 
staff to define the selves of their patients: “Implicit or 
explicit feeling directives from powerful others pro­
vide frameworks for ‘understanding’ and experiencing 
self and situation, even when these frameworks 
demean or devalue oneself” (p. 222).

The particular medical treatments the chronically 
ill receive reflect their economic circumstances, and 
the combination of impaired ability to work and high 
medical costs over long periods of time means that 
most of Charmaz’s interviewees are living in reduced 
if not impoverished circumstances. One man’s income 
forces him to choose between food and medication; he 
cuts the medication. A neuropsychiatrist doing re­
search, not treatment, assessed his drop in IQ from 140 
to 85. He stutters, suffers headaches and dizziness. 
“It’s really sad to see a man with such brilliance and 
creativity slip into a state over which he has no con­

trol,” the psychiatrist concluded, with an irony that 
does not seem intended (p. 187).

The other side of poverty is the amount of time 
and energy the chronically ill must devote to main­
taining what “benefits” they do receive. Paperwork 
and other bureaucratic demands compound physical 
symptoms. W e hear of “fighting for my Social 
Security,” straightening out what computers have 
“messed up,” “bargaining to cover expenses,” “getting 
inform ation about g e ttin g  h e lp ,” traveling  to 
workshops that teach how to apply for benefits. One 
person describes her constant struggles:

Chaotic. Things are too chaotic now. . . . 
Foodstamps said they overpaid me; now I have 
to pay them back. General Assistance asked 
what kind of help I’m getting by having my 
mom here and cut me off. Welfare isn’t even 
interested in you if you don’t have a child at 
home. (p. 188)

What the United States has, Charmaz concludes, “is 
an illness care system founded on profits. W hat 
chronically ill people need is a health care system based 
upon services" (p. 263).

The effect of this illness-for-profit system on 
physical pain is direct. Programs and policies “lim it 
access and medical intervention until the chronically 
ill person’s health has deteriorated into a crisis,” thus 
mocking the idea of preventive medicine (p. 263). On 
a day-to-day basis, stress-related disease conditions are 
exacerbated by the volume of paperwork required by 
treatment and its payments (pp. 77—78).

Other sources of pain include betrayal by friends 
and lovers who exploit the illness condition (p. 217), 
sheer boredom (p. 243), and finally meaninglessness. 
An elderly man tells Charmaz that the only significant 
times in his life are her visits and those of a volunteer. 
“All the rest means nothing. Nothing. ” (p. 244). In that 
emphatic, existential “nothing” pain and suffering 
each pervade the other. Charmaz looks at this pain 
squarely, without softening its destructive force; like 
the other books discussed here, hers does not com­
promise.

She is not so specific as Greil about the question 
of theodicy: what meanings do the chronically ill find 
in their suffering, and how do they explain it? One of 
my slight frustrations with Good Days, Bad Days was 
that when the respondents seem on the verge of talk-
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ing about their spiritual insights, Charmaz cuts to 
another topic. There is one lovely moment when an 
elderly woman says,

Here I sit all crumpled in this chair not being 
able to do anything for myself and still there’s a 
purpose for me to be here. [Laughs] I wonder 
what it could be?

What does He want me to do? (p. 256)

W e get intimations of such thinking among others 
but little more, even when spiritual pursuits seem 
important parts of their lives.

W hat Charmaz does make explicit is the power of 
stories in the lives of the ill. Near the start of the book 
she quotes a woman who refused radiation treatment 
for Hodgkin’s lymphoma until she met another 
patient whose story inspired her to persevere (p. 11). 
As fundamental as the needs for help, housing, and 
health care are (p. 189), the ill also need stories. By 
telling, reliving, and retelling what has happened to 
them, the ill gain new perspectives, discover positive 
significance in events, and eventually gain closure on 
painful events (pp. 211, 219). “Retelling,” Charmaz 
writes, “leads to deciding on a view of reality; it shapes 
actions and emotions” (p. 219).

Changes in stories are essential to the creation of 
new selves better able to survive the illness (p. 260), 
but here also pain enters in. Family traditions can 
silence stories: “Christine Danforth’s father had died 
a painful death from cancer, but no one in the family 
ever discussed his pain and suffering. Similar patterns 
repeat themselves” (p. 115). Christine finds it difficult 
to talk about her lupus; the help others find in forming 
new stories is closed to her. Other stories are shut off 
in other ways. One patient refuses to talk to a woman 
he meets in a clinic because he sees her as a “negative 
role model.” “I don’t want to listen to that,” he says, 
“I don’t want to be like that” (p. 177). His judgment 
may have been sound for his needs, but we can only 
hope that the woman finds someone else who will 
listen, painful as her story is.

In one of her wisest conclusions Charmaz tells us, 
“Many ill people do not know what to feel. . . .  Ill 
people experiment with both their feelings and actions. 
And, their feelings are often mixed” (p. 222). The 
contingencies of family situations, physical ups and 
downs, and treatm ent by the welfare-m edical 
bureaucracy constantly change this mix of feelings.

The unpredictability of these changes leaves people 
even less sure what to feel. And becoming attached to 
feelings is dangerous for the chronically ill: something 
else happens, and that feeling no longer fits. But many 
still manage to sustain a coherent sense of self and even 
to enhance that self.

Charmaz’s realism about the brutality of society’s 
response to the chronically ill underscores the power 
of individuals who do achieve a sense of meaning and 
value. One woman says of her illness, “I wouldn’t trade 
that time for anything. Dealing with it made me the 
person I am today” (p. 201). “Dealing with it” is the 
human condition. Forcing people to deal with it in the 
conditions described in Good Days, Bad Days is 
society’s shame.

Innocence and Insight

If ALL THESE BOOKS ARE “MUST” READING, David 
Bearison’s recordings of children with cancer may be, 
as one of the children might say, the most must. 
Bearison is a New York psychologist who conducted 
intensive interviews with more than 75 children in 
several pediatric oncology centers. The simplicity of 
his thesis reminded me of the original intent of 
Elisabeth Kubler-Ross, to listen to the ill rather than 
treat them as objects of intervention. “Children need 
to be able to talk about their cancer experiences,” 
Bearison writes, “as a way of helping them adjust to 
the continuing struggles and uncertainties of having 
cancer” (p. 171). But unlike Kubler-Ross, Bearison 
does not construct a theory from what he hears. Instead 
he lets the children tell it, and he simply edits what 
he has been told. The directness of their voices is the 
power of “They Never Want to Tell You. ”

The book has two parts. The first presents eight 
exemplary narratives in which a child tells his or her 
experience. “Child” is a bit wrong: ages are not given, 
but most of the interviewees seem to be teenagers; one 
girl talks about her boyfriend’s reaction, and a young 
man claims the one advantage of chemotherapy is that 
it lessens his chances of getting one of his girlfriends 
pregnant. W e are clearly on the outer edge of 
childhood. But these are children. Their fundamental 
innocence is not just their initial ignorance about 
cancer (which quickly turns to being highly, if eclec­
tically, informed, mostly by other children), nor is it

Second Opinion • A pril 1993

135



Books

their parents’ role in shaping their responses, though 
this is considerable. Innocence has more to do with not 
approaching cancer from a position already fixed in a 
world they have already made up their minds about. 
The children have an openness to all the possibilities 
of illness. Cancer is their initiation into a world they 
have hardly begun to experience.

The second part of the book collects short inter­
view fragments— from a couple of sentences up to 
several pages— on eight themes that Bearison found 
in all the interviews: the “W hy me?” question; reliance 
on God and prayer; fears created by cancer; hair loss; 
advice for others with cancer; cancer’s effect on 
friendships and fam ily; how they have changed 
through cancer; and the need to talk about cancer. 
Bearison’s introductory comments to each section are 
useful but tactfully brief. In an afterword he discusses 
the problems of professionals working with children 
who have cancer, and their need for talk of their own. 
The book is short, elegant, and in the most serious 
sense, respectful.

The children do not say much about their pain, 
but here is one passage that reminds us of the reality 
underpinning their lives:

It’s like those days are so hard to remember 
because most of it, I was in tears and crying with 
the pain. My mother would bring me soup and 
food, and I couldn’t eat none of it, and I was 
losing a lot of weight, and it was just like you 
would say set there to die because I wasn’t eating 
much, it was hard to eat, every time you sit up 
it ’s pain, every time you lay down it ’s pain, and 
with the bed moving up and down every time it 
hits a position it ’s more pain, less pain, you can’t 
get in the right position. All you could see from 
my face is shedding a lot of tears, a lot of tears.
(p. 59)

This pain is what gives the rest of the children’s words 
their weight as moral testimony, as in the following:

It made me a person, you know, made me the 
kind of person that was able to realize their 
feelings. Some people can go on, you know, years 
and years in their lives and not know how they 
feel or how to express their feelings. And I’m 
able to do that now. (p. 168)

When this testimony turns to God, innocence is 
at its most compelling:

But my biggest advice is to learn to think about 
God. . . .  It also gives you that peace. . . .  A lot 
of people don’t think about Him until some­
thing happens to them, that’s when you know 
Him, and that’s not bad, but then I would say 
learn how to pray because people can’t always be 
there for you. (p. 152)

Here we have the purest theodicy of pain: “that’s when 
you know Him, and that’s not bad.”

Other theodicies include justifications (“i t ’ll 
make me a stronger person” [p. 92}) and process (“I’m 
not sure what I believe in right now, and . . .  I hope it 
w ill help me figure out what I do believe” [p- 131}). 
These searches for meaning point to what was, for me, 
the book’s profound insight. One child says, “Why 
me? I kept asking the doctors that. They gave me 
bullshit, telling me that people get a tumor, it just 
happens” (p. 128).

W hat is the “bullsh it” the child objects to? 
Tumors do just happen; most of the children come to 
accept the randomness of disease, though some persist 
in self-blaming. But this child is asking about some­
thing else. The question sounds medical, but the 
child’s concern is existential. His or her doctors fail to 
hear that existential overtone. The doctors’ explana­
tion may be right, but to ask someone to live through 
the pain of cancer without a sense of purpose is, in the 
directness of that child’s language, the saddest sort of 
bullshit. The child’s insight is to know there has to be 
more.

As Bearison presents them, these children are 
more able than many adults at sorting out the medical 
randomness of cancer from the spiritual purpose, and 
keeping each in its proper sphere. They leave what is 
medical to their doctors, whom they usually respect 
but feel little closeness to, and they pursue what is 
spiritual by themselves.

When we first encounter these children’s pain, it ’s 
almost unavoidable— but not very useful—to be over­
whelmed by pity. Bearison leaves us certain they 
would not want that. When he promised prospective 
interviewees strict anonymity in any published 
reports, many were disappointed. They wanted to be 
known, as widely as possible. What we can do for them 
is know them. As one child says of a friend: “I know
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him real good and now he knows me real good. And 
he knows what I’m going through, and I know what 
he’s going through” (p. 179). Perhaps that is how the 
child who spoke of prayer felt about God.

Postmodern Pain

MORRIS LISTS SEVERAL QUALITIES of postmodern 
pain ; these can sum m arize and conclude th is explora­
tion.

First, Morris forecasts that soon we w ill no longer 
think of rigidly separate categories called physical 
pain and mental pain” (p. 277). In specifying the 
different pains described in each of these books, the 
distinction between the mental and the physical falls 
apart. Josie’s anorexic pain perhaps entwines these two 
dimensions most closely; we simply cannot tell where 
the physical stops and the mental begins. The physi- 
cal/mental distinction makes no greater sense for the 
infertile, the chronically ill, or children dying of can­
cer. Physical pain becomes mental suffering, which 
then acts on the body and makes it more vulnerable.

Second, Morris reports that there is and w ill con­
tinue to be “new research and new rules in the arena 
of medical treatment” (p. 280). All those whose stories 
are told in these books benefit from new medical 
techniques, but their experiences disincline me from 
being too optimistic about “advances.” Reports of 
pain experienced by the chronically ill and by children 
with cancer show how far medical pain control still 
has to go. The distinctive postmodern change is the 
inextricability of disease pain from treatment pain; 
medicine’s collusion in pain, as much as its remedia­
tion of pain, is the postmodern feature.

Bearison’s research points to the paradox of 
iatrogenic pain: most of the children s pain is from 
their medical treatments, and treatment advances 
often mean more pain, at least immediately. The 
infertile also suffer increased pain from treatment 
innovations, because each new technique perpetuates 
their stay in treatment and makes it more difficult for 
them to resolve their infertility by other choices. 
Certainly medical advances are real in their benefits, 
but we should hardly think medicine w ill soon reduce 
the total quantity of pain being experienced.

Third, Morris presents a variety of texts, from 
Nietzsche to Norman Cousins, on the new capacity of

the sufferer to “take charge” of pain. Nietzsche decides 
to deal with his pain by calling it “dog,” and thus 
makes himself its master (p. 284). Cousins says we 
should “defy rather than deny” pain (p. 285). “Taking 
charge” does not mean forgoing medical treatment, 
nor does it mean accepting personal responsibility for 
having caused one’s own pain. People want all that 
medicine can offer, and they are becoming aware of 
the danger of victim blaming. Morris understands 
taking charge as becoming aware of “our power to 
create and to reshape” the meanings of pain. In the 
reports from those in pain, do we see this power 
emerging?

Any “yes” must be highly qualified. Josie may 
have crossed some threshold of empowerment, she may 
be able to choose to live or die, but she is hardly 
creating and reshaping her pain, at least not yet. The 
infertile and the chronically ill seem even less able to 
reshape their pain. The infertile are swept along by 
expectations of medical intervention; they are being 
shaped in their attitudes, hormones, and soon even in 
their chromosomes. The chronically ill are too over­
whelmed by the multiple oppressions of their bodies, 
family responsibilities, paperwork and medical bills, 
and demands of everyday survival— eating. A person 
in pain requires some release time in order to create 
and reshape. W hen the pain and its attendant 
demands are simply unrelenting, the ill have no reflec­
tive space where they can stop, think, possibly pray, 
and then refashion meaning.

Finally, we return to the most salient charac­
teristic of postmodern pain, that it

cannot be enfolded within a single overarching 
metanarrative or system of explanation. . . . 
Instead, postmodern pain calls into being mul­
tiple systems or subsystems or explanations, 
each with its own distinctive language or dis­
course, none of which holds absolute priority. 
(Morris 1991:283)

The breakdown of single explanatory narratives seems 
true, but with a complex twist: none of the explana­
tions people are left with is new in itself. Only the 
juxtapositions and combinations of these explanations 
are new.

The medical metanarrative has lost its totalizing 
power, even as medicine becomes more extensively 
involved in people’s lives. In a ll  the books we learn of
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patients playing their doctors, strategically control­
ling the information they give them, predicting in 
advance what answer to a physician’s question will 
e lic it  what m edical response. People tru ly  use 
medicine, for better or worse, making up their own 
stories from fragments of the medical narrative. The 
postmodern patient talks about medicine, rather than 
being a passive character in a story told by physicians. 
But if  medicine is only part of the explanatory narra­
tive of pain, what are the other parts? Explanations 
based on religious beliefs figure significantly.

The religious narrative is no more free of paradox 
than the medical one. W hy are the infertile generally 
alienated by their theodicies, while the children with 
cancer find support? Here the postmodern turn may 
be a return. The infertile are reacting against what 
happens in church. The children are left alone, very 
alone, to find a direct relation to God as a way through 
their pain. The children don’t think up God for them­
selves: “I was mostly glad . . . that I knew God before 
this thing happened to me,” one child says (p. 152). 
But the God they come to know is known through 
pain and solitude: “I would say learn how to pray 
because people can’t always be there for you” (p. 152).

The children are simultaneously more dependent 
on medicine than the infertile are—their own lives 
depend on their doctors— and they have a greater 
distance from medicine. None of the infertile mediates 
medicine through God, as one child does: “God’s 
gonna cure you, second come the doctors they cure you 
with the medicine, first God and with the doctors’ help 
and with God’s faith you’re gonna beat it” (p. 130).

I should not overgeneralize the children’s faith. 
Another child says,

I’m Catholic and I totally just don’t want any­
thing to do with the religion or God or any­
thing, because . . .  I couldn’t believe there could 
be a God if there were so many young kids that 
couldn’t have done anything, infants, that are so 
sick. (p. 96)

This child speaks from an adult theodicy; he or 
she theorizes, trying to rationalize an explanation, and 
that does not work. This failure of rationalized theories 
is the point of the postmodern breakdown of metanar­
ratives: old systems are what no longer hold. Those who 
find comfort in God simply relate to him, very simply.

W hat may be most postmodern about Josie’s pain 
or the pain of the children with cancer is that they, 
unlike many of the infertile, have given up trying to 
solve the mystery of what is happening to them.5 
“Mysteries,” Morris writes, “in resisting closure and 
in retaining an essential openness, refuse to yield up 
every quantum of their darkness to research or to 
bright ideas.” The true mystery, “cannot be known 
apart from  the veil that separates us from a full under­
standing” (p. 24).

W hat have postmodern times done for those in 
pain? Little positive change can be reported in how 
society treats the il l , and m edicine’s ab ility  to 
ameliorate pain has been limited and often offset by 
iatrogen ic increases in pain. The postmodern 
breakthrough— if there is one— may be openness to 
mystery.

NOTES

1. The weak claim is that what society defines as pain has changed, and thus people interpret their pains differently. The 
strong claim is that the body’s physiology of pain changes. The books under review do not authorize this strong claim, 
but it is advanced by Caroline Bynum when she writes that her studies of medieval asceticism have led her to consider 
that “the body itself may actually have a history” and be capable at certain times of new forms of behavior (1991:195).

2. The most ambitious claims for pain as the origin point of culture are made by Elaine Scarry, The Body in Pain: The Making 
and Unmaking o f  the World (1985). Morris makes effective use of Scarry’s ideas. For his full review of her work, see Morris 
1987. In brief, “Scarry views pain as the unseen basis for every act of cultural creation, from a wool overcoat to Keats’s 
Ode to Autumn’” (Morris 1991:6). In contrast to Scarry, Morris considers medicine as a kind of cultural metronome for 
responses to pain. Thus Morris’s work stands between the focus of Cassell and Kleinman on a medical approach to pain, 
and the nonmedical interests of Scarry.

3. See Morris 1991:19 for statistics on types of chronic pain.
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4 , If we read Life-Size as autobiographical— and it is so compelling that I could not do otherwise then Shute is reshaping 
her pain as she creates her text. But it would be a lack of tact to overidentify Josie as the younger Shute. As the novel 
leaves Josie, reshaping remains in question.

5. Morris’s emphasis on pain as mystery can be usefully compared to W illiam  F. May’s (1991) parallel emphasis on suffering 
as mystery, not puzzle.
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Children and violence
Betsy McAllister Groves, Barry Zuckerman, Steven 
Marans, and Donald J . Cohen, “Silent Victims: 
Children Who W itness Violence,” Jou rn a l o f  the 
American Medical Association 269, no. 2 (13 January 
1993): 262-64.

T h e  a u t h o r s , TWO SOCIAL WORKERS and two 
physicians, call our attention to an unnoticed group of 
victims in the public health epidemic of violence— the 
children who witness violence. Pediatricians in urban 
practices have young patients who report hearing 
gunshots outside their homes, seeing shootings on the 
playground, or having a family member involved in 
violence. In addition, some 3-3 million children are at 
risk for witnessing domestic violence. What impact 
does the witnessing of violence have on these children, 
their development, their outlook on the world, their 
relationships?

Children’s development, emotional stability, 
ab ility to function in school, and attitude toward the 
future are adversely affected by exposure to violence. 
The child’s closeness to the violence, the child’s 
relationship to the victim, the presence of a parent or 
caretaker who could buffer the intensity of the event— 
all these factors determine the severity of the child’s 
response to the violence. The authors’ clinical ex­
perience suggests that witnessing domestic violence 
may have consequences more severe than those of 
witnessing community violence. Studies show that 
children who witness domestic violence identify, 
along gender lines, with their parents’ relationship: 
“boys become more abusive as adults; girls become

victims.” The children may view violence as ap­
propriate within a close relationship and as a proper 
way to resolve disputes.

New studies of preschool children suggest that 
they, and not only adolescents or children in elemen­
tary school, may be particularly vulnerable to the 
effects of exposure to violence. Because these younger 
children are not yet able to convey their fears through 
words, adults may tend to deny the serious effect of 
violence, sometimes assuming or wishing that young 
children “will not understand and w ill forget what 
they have seen.” But the play and drawings of children 
exposed to violence demonstrate its profound effect on 
their perceptions of the world.

Parents living in high-risk neighborhoods are 
concerned about their children and radically alter their 
child-rearing to adapt to the dangerous environment. 
Practices like keeping children inside much of the day 
and teaching them what to do if they hear gunshots 
are at odds with children’s normal developmental 
needs. They convey the idea that the world is a 
dangerous place at a time when the child’s develop­
mental task is to explore the world and move toward 
independence.

These conclusions, the authors say, indicate cer­
tain responsibilities of physicians and health care 
professionals both with individual patients and on the 
social-policy level:

1. W hile  taking a routine patient history, 
physicians should ask about violent events in the 
child’s life. If the answer is affirmative, further ques­
tions should clarify the child’s worries and thoughts 
about the event and establish whether the child has 
anyone to talk to. It can be therapeutic simply for a 
child to speak about a frightening experience.
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2. If the child is preschool age, the physician can 
ask the parents or caregivers about the child’s exposure 
to violence. Thus the parents learn that the physician 
is concerned about violence and its effect on children 
and that it is an appropriate topic in an office or clinic 
visit. If the parent reports concerns about the child’s 
witnessing of violence, the physician should recognize 
the child’s fear and tell the child that the parent will 
try to keep the child safe. This, the authors say, 
“mobilizes the most important resource the child 
needs in responding to overwhelming events: the 
parents.”

3. Children who have seen violence or who show 
severe reactions to instances of violence should be 
referred to psychotherapists and mental health ser­
vices specializing in treatment of traumatized children 
and children with posttraumatic stress disorder.

4. If mental health services are not an option, the 
physician can talk to the parents about the symptoms 
children show when they have been exposed to 
violence and the ways parents can reassure the child. 
W ritten material can also provide the child and 
parents with helpful information.

5. Finally, the authors challenge us to meet our 
societal obligation to provide children with a safe 
environment. We have not secured tougher gun- 
control laws; nor have we fully comprehended the cost 
of raising a generation of children “who must, out of 
necessity, become numb to the violence around them.” 
These children may not take care of themselves, 
believing that their lives are too insubstantial to war­
rant care. Some may try to escape their fears through 
drug abuse, or they may inflict violence on others.

“Children who witness violence,” the authors con­
clude, “must be added to the clinical and policy dis­
cussions regarding the consequences of violence. They 
are victims and need treatment.”

— Agnes Coveney
Research Assistant

AIDS, women, and children
Gena Corea, The Invisible Epidemic: The Story o f  Women 
and AIDS (New York: HarperCollins, 1992).

Global AIDS Policy Coalition, AIDS in the World 1992 
(Cambridge, Mass.: Harvard University Press, 1992).

Marsha F. Goldsmith, “ ‘Critical Moment’ at Hand in 
HIV/AIDS Pandemic, New Global Strategy to Arrest 
Its Spread Proposed, ” Journa l o f  the American Medical 
Association 268, no. 4 (22 and 29 Ju ly  1992): 445-46.

Mary Guinan, “HIV, Heterosexual Transmission, and 
Women,” Journal o f  the American Medical Association 
268, no. 4 (22 and 29 Ju ly  1992): 520-21.

Marta Gwinn et al., “Prevalence of HIV Infection in 
Childbearing Women in the United States f  Jou rna l 
o f  the American Medical Association 265, no. 13 (3 April
1991) : 1704-8.

Marian Sandmaier, “Vessels of Infection,” review of 
The Invisible Epidemic: The Story o f  Women and AIDS, by 
Gena Corea, New York Times Book Review, 15 Novem­
ber 1992, p. 26.

Suzanne Smeltzer, “Women and AIDS: Sociopolitical 
Issues,” Nursing Outlook, 40 , no. 4 (Ju ly-A ugust
1992) : 152.

THESE RECENT PUBLICATIONS DOCUMENT the statis­
tics on the increasing AIDS epidemic in women and 
children. In varying degrees, their authors address the 
underlying causes of the alarming spread. Some are 
concerned explicitly with the fundamental societal 
attitudes that they believe have contributed to much 
of the spread of the epidemic among women, and thus 
to a large degree among children.

The statistics themselves are startling. According 
to the study AIDS in the World 1992 (released in late 
1992 by the Harvard-based Global AIDS Policy Coali­
tion and summarized in Marsha Goldsmith’s article in 
the Journal o f  the American Medical Association), more 
than 2.5 million people worldwide currently have 
AIDS. Perhaps as many as 13 million are HIV-infected, 
up from 100,000 in 1981. Of these, 7.1 million are 
men, 4.7 million women, and 1.1 million children. To
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date, nearly 2.5 million people worldwide have died 
of AIDS. By 2000, the study estimates, as many as 120 
million people will likely be HIV-infected, and at least 
24 million adults and several million children will 
suffer from AIDS. Approximately 42 percent of these 
infections will occur in Asia (the current estimate is 
only 6 percent), and 31 percent of them will occur in 
sub-Saharan Africa (the current estimate is that 66 
percent of all HIV infections occur there).

Consider also the following statistics: in the next 
three years, 5.7 million adults and 1.2 million children 
will become HIV-infected, and nearly 3.8 million 
people will develop AIDS. This number represents 
almost double the number of people who have 
developed the disease up to now. According to the 
Global AIDS Policy Coalition’s study, by 1995, the 
number of children contracting HIV infections will 
double, the number contracting AIDS will nearly 
triple, and the number orphaned by AIDS will more 
than double.

In her article in Nursing Outlook, Suzanne Smeltzer 
notes that, in the United States, the profile of the 
epidemic seems to be changing from a disease affecting 
primarily gay men to one that now threatens women 
and children in unprecedented numbers. Women now 
represent more than 40 percent of the population of 
HIV-infected adults, up from 25 percent in 1990. AIDS 
is now the leading cause of death for women between 
the ages of 20 and 40 living in major U.S. urban 
centers. These statistics bear a critical relationship to 
the epidemic in children. As the study by Gwinn et 
al. points out, more than 75 percent of women diag­
nosed with AIDS are of childbearing age. Perinatal 
transmission of HIV, from mother to infant, accounts 
for over 80 percent of pediatric AIDS cases. This study 
concludes that in this country alone, 80,000 women 
of reproductive age may be HIV-infected. It estimates 
that in 1989,1 in every 2,200 infants born in the U.S. 
was infected with HIV due to perinatal transmission.

However, as Corea, Sandmaier, and Smeltzer 
argue, these statistics, unless viewed in the proper 
context, obscure aspects of the causes of the epidemic 
in women and are open to potentially dangerous 
misinterpretations. They point out that the epidemic 
in women has long been ignored in this country by the 
medical and governmental research establishment. In 
her recent book, The Invisible Epidemic: The Story o f  
Women and AIDS, Corea argues that the medical estab­

lishment has vastly underreported cases of AIDS in 
women, and by refusing to recognize certain 
symptoms of AIDS that occur only in women, has 
misdiagnosed cases. These errors have effectively shor­
tened the lives of some women (by disqualifying them 
from treatments that might otherwise have been avail­
able), and falsely reassured other, predominantly 
middle-class women that their chance of contracting 
HIV infection is misleadingly small. The American 
medical establishment, she charges, has persistently 
refused to recognize that AIDS in women does not 
always present the same symptoms that it presents in 
men. She cites evidence that, perhaps because of per­
vasive gender bias, authorities refused to fund studies 
early on in the epidemic that would have explored 
links between certain gynecological abnormalities and 
HIV infection. This lack of research in turn has con­
tributed to the Centers for Disease Control’s restric­
tive definition of AIDS. (As of January 1, 1993, the 
CDC, partly in response to the urging of various 
women’s coalitions, has revised its definition of AIDS 
to include two illnesses that, many believe, w ill cap­
ture a large number of new cases of AIDS in women 
that would not have been reported under the old 
definition.)

Moreover, as reviewer Marian Sandmaier notes, 
Corea rightly argues that the emphasis society may 
place on the results of studies that link AIDS in women 
of reproductive age to perinatal transmission of HIV 
and to AIDS in infants may foster the view that women 
should be seen primarily as “vectors of perinatal trans­
mission” of the disease, not as sufferers in their own 
right. Smeltzer also urges this point. This concern 
becomes increasingly critical as state legislatures 
begin to consider laws requiring HIV testing in preg­
nant women. In light of the fact that a dispropor­
tionate number of HIV-positive women are 
disadvantaged minorities (Gwinn’s study reports that 
HIV seroprevalence is consistently higher in black 
women, a pattern that resembles that observed among 
women and children with AIDS), the dangers of racism 
and coercion resulting from testing and counseling are 
real.

In response to many of these concerns, Smeltzer 
calls attention to the need to develop appropriate 
conditions for HIV testing for pregnant women that 
minimize or avoid coercion and racism, and simul­
taneously encourage women to be tested so that they
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can be given the most advanced treatments. Echoing 
these concerns, Mary Guinan advocates the need for a 
comprehensive national program to prevent HIV in­
fection in women, which would emphasize the safety 
of celibacy and having one lifetime sexual partner but 
would not neglect the needs of uninfected women who 
have infected or high-risk partners. Moreover, she calls 
for speedy development of an effective method of HIV 
protection whose use women can control—one that 
does not depend on the cooperation of their male 
partners (as heterosexual contact has become the lead­
ing cause of HIV infection in women).

However, as Sandmaier warns us, Corea regards 
government-sanctioned AIDS prevention efforts as 
having been “ludicrously naive about the actual 
relationships between men and women.” More fun­
dam entally , Sandmaier argues, in ligh t of the 
frightening numbers of expected HIV-infected people 
and AIDS cases in this country, particularly in women 
and children, our government and our society must at 
last openly confront the true relationship between the 
sexes in this country. For example, the much- 
publicized advice that women interview their male 
sexual partners about their sexual history ignores the 
reality that many men lie to have sex. The govern­
ment, Sandmaier and Corea argue, “won’t touch these 
subjects . . . because to do so would be to speak the 
unspeakable truth about the imbalance of power be­
tween the sexes in our culture.”

These pieces remind us that the alarming rates of 
HIV transmission and AIDS in women—and thus in 
children—bear an inherent and currently unfortunate 
relationship to our attitudes as a society toward 
women generally. As these voices urge us, only by 
confronting the latter, underlying condition can we 
hope to treat meaningfully one of its most overt and 
horrifying manifestations— the HIV and AIDS 
epidemic in women and children.

— Steven I. Berlin
Research Assistant

W hen a baby dies
Jane Marie Lamb, “Parents’ Needs and Rights When 
a Baby Dies,” Health Progress 73, no. 10 (December 
1992): 52-57.

W h e n  p a r e n t s  e x p e r ie n c e  t h e  d e a t h  of a child 
in miscarriage, ectopic pregnancy, stillbirth, or new­
born death, both the grieving parents and the hospital 
staff may not know how to begin to address the loss. 
Lamb, a sister of Saint Francis and the founder of 
SHARE, a support center for bereaved parents and 
caregivers, offers some sample rights for these parents 
and for the baby. (SHARE is based at St. Joseph Health 
Center in St. Charles, Missouri, and has over 200 
chap ters.) Not abso lute m andates but rather 
guidelines for staff and for parents, the rights outline 
what can be done to make this period of crisis and 
grieving more manageable for the parents. The rights, 
first developed by the Perinatal Bereavement Team at 
Women’s College in Toronto, have been revised and 
expanded by SHARE in consultation with its hospital 
ethics committee. Hospital staff, in turn, may use the 
rights to develop and modify institutional policies on 
perinatal death.

Most parents do not know of their needs and 
choices at this tragic and confusing time. The list of 
rights gives them options that are within the bound­
aries of state, local, and institutional policies. The 
righ ts en ta il responsib ilities for hospitals and 
caregivers who must apprise parents of their options 
and provide them with time and support for decision 
making. It is crucial, notes Lamb, that grieving 
parents be treated with sensitivity and respect and that 
staff honor parents’ reasonable requests. W ithin these 
guidelines, parents have the following rights:

1 .T o see, hold, and touch their baby. Hospital staff 
should prepare parents for what they w ill see and give 
them time to consider their decision. Individual dif­
ferences in grieving should be taken into account, and 
staff should avoid “protectionism.”

2. To have photographs o f  their baby taken. If possible, 
family members should be included in the picture, and 
parents should be allowed the option of not viewing 
the pictures right away.

3. To be given as many mementos as possible. Note 
families’ requests and be creative in offering memen-
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tos. If no birth certificate is issued, a certificate or 
recognition of life may be given.

4. To name their child. Offer suggestions when 
requested. If the sex of the baby is not known, en­
courage parents to use a name suitable for either 
gender or to follow their intuition. Hold a service of 
naming.

5. To observe cultural and religious practices. Ask 
parents about their customs and what is important to 
them. If specific requests cannot be granted, discuss 
acceptable alternatives.

6. To be cared for by an empathetic staff. Really listen 
when parents express their feelings. Encourage con­
tinual education of staff in perinatal loss. Though 
parents’ wishes may not be understandable to you, 
respect them. Give parents time to consider their 
options.

7. To be w ith each other. When possible, give the 
father overnight accommodations in the same room 
with the mother. Review and revise hospital policies 
that might unnecessarily exclude the father (for ex­
ample, during ultrasound to confirm the death of a 
baby).

8. To be given time alone w ith their baby. Ask the 
parents how much time they need, and negotiate if 
your expectations differ. Allow the parents privacy and 
their personal expressions of grief. Let the parents 
know you are available.

9- To be informed o f  the grieving process. Give simple, 
informative printed material on common grief ex­
periences. Make the environment a place where open 
expressions of grieving are accepted. Do not impose 
expectations on the parents who do not express grief. 
Encourage the couple to talk to each other and address 
them as a couple.

10 .T o request an autopsy and to choose whether to have 
a pathology examination. Provide information and 
clarify the extent of the procedures so that informed 
consent is possible. Tell the parents that autopsy 
information may help in a subsequent pregnancy.

11 .T o  have information presented in understandable 
terminology. Avoid medical jargon, repeat information, 
and ask for questions. Remember that parents have 
difficulty understanding in a crisis.

12. To plan a  fa rew ell ritual, burial, or cremation. Be 
aware that the farewell ritual may be the only time for 
the parents to replace the child’s “lifetime of rituals.” 
Consult with people familiar with the family’s cultural

group. Give parents written information on local 
regulations.

13. To receive information on support resources. Re­
search support sources in the area, including grief 
counselors who work with grieving parents. Consider 
addressing unmet needs. Call the parents at set inter­
vals and at anniversary times.

The baby has certain rights as well:
1. To be recognized and named. Avoid clinical terms 

such as “fetal tissue” and “products of conception.” 
Mark the baby’s life and death by giving a written 
document. Call the baby by name.

2. To be seen, touched, and held. Tell parents that 
others have found comfort in seeing, touching, or 
holding their baby. Let parents decline this option. 
Use a real baby blanket when presenting the baby to 
the parents.

3. To have life ending acknowledged. Help the 
parents prepare a farewell ritual if  they wish. Inform 
parents of ways to announce and acknowledge their 
baby’s birth and death.

4. To be put to rest w ith dignity. Know hospital 
policies and offer the parents choices. Study institu­
tional practices and, if  possible, include more sensitive 
options.

Lamb’s article challenges hospitals to reconsider 
their conventional practices and policies in light of the 
current understanding of perinatal loss. The hospital 
that responds to the loss and allows grief shows care 
for the parents at a time when their spiritual and 
emotional well-being is at risk.

— A.C.

Physician-assisted suicide
Timothy E. Quill, Christine K. Cassel, and Diane E. 
Meier, “Care of the Hopelessly 111: Proposed Clinical 
Criteria for Physician-Assisted Suicide,” New England 
Journal o f  Medicine 32, no. 19 (5 November 1992): 
1380-83.

A SHIFT IS OCCURRING IN SOCIETAL ATTITUDES 
toward assisted suicide and active euthanasia. Over the 
past few years, a number of events have signaled this 
change—among them, referenda in two states, articles
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in m edical journals, the p opu larity  of Derek 
Humphry’s Final Exit, and Jack Kevorkian’s 12 as­
sisted suicides. This article by Quill, Cassel, and Meier 
is the first published proposal by American physicians 
of criteria for implementing the practice of assisted 
suicide.

The purpose of the article is to call for the legaliza­
tion of assisted suicide and to “propose criteria that 
would allow physicians to respond to requests for 
assisted suicide from their competent, incurably ill 
patients” (p. 1380). The authors have in mind those 
patients for whom comprehensive efforts to provide 
comfort have been tried, but who continue to ex­
perience intolerable suffering. Assisted suicide, they 
believe, should never be regarded as a substitute for 
considering, and preferably trying, every means avail­
able to address the physical, psychological, and social 
needs of a dying patient. Rather, it should be regarded 
as the last on a continuum of options for providing 
comfort care.

The authors exclude active euthanasia from this 
continuum. Because the physician not only provides 
the means in active voluntary euthanasia but also 
carries out the act, his or her power over the patient is 
significantly increased. This in turn increases the risk 
of error, coercion, or abuse. Furthermore, access to 
medical care is currently too inequitable in the United 
States, and many doctor-patient relationships are too 
impersonal. The authors recognize that this exclusion 
w ill deny a hastened death to some competent, in­
curably ill patients (for example, those who are unable 
to swallow or move). For such patients they propose 
instead, with some regret, to offer to forgo life- 
sustaining measures, to provide aggressive comfort 
measures, and to search for creative alternatives.

What then are the conditions that must be satis­
fied before implementing physician-assisted suicide? 
First, the patient’s condition must be incurable 
(though not necessarily imminently terminal) and be 
associated with severe and unrelenting suffering. 
Doubts about the patient’s diagnosis or prognosis 
must be resolved, and the patient must understand both 
and be apprised of the available means of comfort care.

Second, it is incumbent upon the physician to 
insure that the patient’s request is not a result of 
inadequate comfort care. Never should physician- 
assisted suicide be an excuse for not doing everything 
reasonable to provide comfort care.

Third, the patient’s request to die must be clear, 
convincing, and repeated and must result from the 
patient’s own initiative and free choice. Furthermore, 
the physician should thoroughly understand what 
continued life would mean to the patient and why 
death seems preferable. This is a critical step in 
evaluating the patient’s rationality.

Fourth, the physician must be confident that the 
patient’s judgment is not being distorted or impaired 
by some psychological or mental condition which, if 
reversed, would likely alter the patient’s perception 
and decision. The patient must be able to understand 
the import of a request for assisted suicide and the 
consequences of that action.

Fifth, physician-assisted suicide should be carried 
out only in the context of a meaningful doctor-patient 
relationship. This does not necessarily mean a 
preexisting relationship, though that would be ideal. 
It does at least mean, however, that the physician must 
get to know the patient well enough so that he or she 
can understand why the patient considers death to be 
the preferable option. The authors believe that the 
same physician who has tried to provide comfort care 
to the patient should be the one to provide the patient 
with assistance in suicide. The patient should feel 
confident that the physician w ill stand by and provide 
whatever care is needed until the time of death.

Sixth, consultation with another experienced 
physician is required to insure that the patient’s re­
quest is voluntary and rational, that the diagnosis and 
prognosis are correct, and that measures to provide 
comfort care have been adequately explored. For the 
consultant, this would include examining the patient 
and relevant documentation.

Seventh, there must be clear documentation to 
support each of the criteria, and the patient, primary 
physician, and consultant must each sign a consent 
form. Whom to inform about the decision for assisted 
suicide should be left to the discretion of the patient, 
though informing the family and even involving them 
in the decision-m aking process is strongly en­
couraged. Their wishes, however, should never over­
ride the decision of a competent patient.

If the patient and physician agree that there are 
no acceptable alternatives and that all these conditions 
are met, they can, in the judgment of the authors, 
proceed with the assisted suicide. The method selected 
should be reliable, should not add to the patient’s
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suffering, and, ideally, should be carried out in the 
physician’s presence. It is of the utmost importance 
that the patient not be left alone at the time of death, 
unless he or she specifically requests it. Other health 
care professionals and the patient’s family should be 
encouraged to be present if  the patient is agreeable. 
“The time before a controlled death can provide an 
opportunity for a rich and meaningful goodbye be­
tween family members, health care providers, and the 
patient” (p. 1383).

In conclusion, the authors believe that an open 
practice of assisted suicide, restricted to competent 
patients who meet carefully defined criteria, is 
preferable to a covert practice because it better 
protects vulnerable patients and the integrity of the 
profession. It remains for policym akers, other 
physicians, and voters to decide whether this is in fact 
the case and whether the proposed criteria are a suffi­
cient bulwark against the feared abuses cited in slippery - 
slope arguments.

—Ron Hamel

A

J
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