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A Wrongful Birth?
By ELIZABETII WEIL

Like most American 
Ygmen who give bU to 

" 
severely handicapped child, Donna Branca becamepregnant with A'J' well before the age of 35. Had she been older, her doctors *ouio almost certainlyhave recommended amniocentesis to screen for genetic aisoraers. But she was 31, so they did not,despite the fact that she had aq unusual pregnanqv. Branca bled during trer nist-trimester, a possibleindication of birth defects, and at her midterm sonogram, when she *i" zo *r"ts p.egrra.rt, her fetuslooked smaller than it should have based on when hir doctors originally prrr*"irhe conceived.Branca had not gained much weight, either, but her doctors - *hom ,[. i, barred from identifuing, bya legal settlement - saw no causi for alarm. "Looking back now, of course, it,s easy to say I should

Y1...:'*":u#::.,:H:::j:T*:p:, a rjjtre3gr;.o;;d,,, sh€ t"ri*" h"t fun, sitting in hergrassy backyard in Orangebwg,Z0 miles north of Manhattan Branca is a pretty *i'j;, il:i'ilT 
t 
::

::}p::ji"Tl rr:-:g,r-rl-*!3 
New york accent. She,glanced at A. J., a 6-vear-old with a head ofdark curls and the mental capacity of a 6-month-old. 11"r- 3ly"*-old twins fr"d. ,"b;;;,;ffiH:,ran around collecting acorns.
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on April 22,l999,when Branca was 28 weeks pregnant - four weeks past the legal window forterminating a pregnancy in New York - s]re s{v h"er regular doctor froi*rrul*ould be the last time)and was reassured that her baby was fine. But three weefs later, while on vacation on the Jersey Shore,Branca began to bleed again. Her husband Anthony, o.ou"h". to the emergency room at Southernocean cqulg Hospital in Manahawkin, NJ. entrr6nv Branc4 like his wife, is compact and mild-mannered' When the obstetrician arrived, the doctor lot oui a tape and measured Donna,s belly, astandard procedure to gauge a fetus's size. Although Juch measurements are a routine part of prenatalmedicine and require only a few seconds, Donna iad never had her belly measured. The obstetrician onduty that day asked Donna if she had had any prenatal .*, ut all. Then he told her, based on hiscalculations, her fetus appeared to be only 2i weeks old, noi 3 r.

An emergency sonogram confirmed that the fetus was indeed abnormally small, and an amniocentesislater performed at westchester Medical Center in vatratia, N.y., revealed much worse news: DonnaBranca's fetus had both a qe-n9 duplication and a gene deleiion on his fourth chromosome. (It was notuntil after birth that it would became clearthat 1ei uauy tt"o w"ir-ir||r.ili"*lirroro-e, whichcommonly includes mental relardation, physical disfigurement, inability to rplJf., ,"izures andrespiratory and digestive problems.) After trvo weeks of bed rest, during wtricrr doctors tried to delaylabor, Donna delivered A.J. Brancaon June 11,lggg,about six weeks Sefore her due date. He was 15inches long and weighed trvo.ald a half pounds, and ire did"n't cry when he came out. ,,one of the firstthings the attending doctor said to me," ionna told me, "was, 'Itb not rrei"oitu.y, ,o you should just haveanother child right away."'

what happened next - the years in which the Brancas came to love A.J. deeply and also to file amultimillion-dollar lawsuit claiming that Donna Branca's obstetrician's poor care deprived her of theright to abort him - sheds tt.tn"tltfortable light on contemporary expectations about childbearine and
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on how much conkol we believe we should have over the babies we give birth to. The technology ofprenatal care has been shifting rapidly: sonograms became standard in the g0,s; many new genetic testsbecame standard in the 90's. ourltnilu resp"onses t" th"l;"""ation provided'has been shifting as well.As in many other realms, from STage and it, definition to end-of-life issues, those ethics andstandards are being hashed out in the Jourts, in one lawsuit aft"i u*ther. n J*t 
"t 

those cases areexposing is the relatively new belief that we should have a right to choose which babies come into theworld' This belief is built upon two assumptions, both or**-"r, have emergJir 1r. past 40 years. Thefirst is the assumption that if we choose to take advantage oicontemporary technology, major flaws inour fetus's health will be detected before birth. The ,".oira 
"rruo,ption, 

more controversial, is that we
;lt;t ?:i:n".."r::ffiIft; 

namely, end the pr"s,*"v _ iririor. n"*, su$est a parenting project

The practice of terminating specific pregnancies, as opposed to aborting pregnancies so as not to have achild at all' is seldom discussed in iti ba-ldest terms. rt'ir 
"rro 

poised to ir.. iustthis past November,scientists at columbia university published.a -"Jit;"i;ln rrrr New England Journal of Medicine onthe effectiveness of new, noninvGve techniqu"r"o.'rJr".ning ro, D9* syndrome in the first trimester,when the decision to terminate will most likeiy u" **.""*on and, some argue, more humane. In invitro settings' a new technology called P-G D'- p;;impl*Lrio., ge,netic diagnosis - allows doctors totest for genetic defects days after fertilizing * rgii" 
" 

ieG*asn. perhaps most important, the numberof prenatal genetic tests is increasing expoientiil-y -ii:"-p"o from 100 to 1,000 between 1993 and2003 - and no regulations.yetguid-e parents and doctors about fair reasons roi terminating or goingforward with particular births. s-trouta it be o.K. to terminate 
" 

dcaf 
"rrild? 

what about a blind one? Howmentally retarded is too-mentally retarded? what if the child will develop a serious disease, likeHuntington's, later in life? According to one reproductive legal scholar, sur- c.orkin in Newton,Mass', "As reproductive genet1.5 opE m up new possibilities]we should expect to see more of thesecases' and we should expect ro see more novel iisues."

At present' courts in about half the states rccognize wrongful birth as a zubset ofmedical negligence orallow lawsuits under the.more general malpraJtice 
"trui"ir" 

ira doctor,s;";;;;; leads to the deliveryof a child the parents claim,the! would have chosen to terminate in utero had they known in time of itsimpaired health' In some of these states,lite N.*_io*,;;;" the Brancas,case'was tried, emotional
i,X*:;:",T":1':::::.qg:gj:.ress inc'nedi-til;il;an impaired chld _ cannot be recovered.No maner the regar conrexr, terminating ;;;*a prJ#ifrffiT#oT.:iHJJtll%::#:iJ:'*
being at least, when faced with a fetus itrat will becorie a sJverely handicapped child, all the choices arebad' At this moment, we are.faify adept .a1 finding 

"tto-oro-a 
flaws und lorriury inept at fixing them.There is no chemical or surgical i"-"dy if you_fi"?outt;;child-to-be has cystic fibrosis, fragile X,Down syndrome, Tay-Sachi, anencephalv - 

9q list goes on ano on. As Leon Kass, former chairman ofthe President's council on Bioethics, has noted, in prJratal cases, often the only way to cure the illnessis to prevent the patient.

?ht first significant wrongful-birth lawsuit involving a disabled child, Glei6nan v. cosgrove, reachedI the New Jersey supreme court in 1966. one plainiff ;"r the child,s mother, who had contractedrubella early in her pregnancy in 1959. worried, ,lrr" .o*utted her doctor and was assured that herunborn baby would !t -fi"9, despite the common understanding 
th-at rubella early in pregnancy can leadto birth defects' The baby in question was born with "substantial defects. . .in sight, hearing and speech.,,Interestingly, the co]:rt rego.gmz,ed the physicians'f"iil;;;eil as the parents,anguish and anendantfinancial burdens although it still aecio'ed in favor of the defendants, in part, it seems, because it did notwant to enter the ethical thicket inherent in fi*ip foq tle parents. "A court cannot say what defectsshould prevent an embryo from being allowed lifr--. :";;6inionr.eads. ,,Fxamples of famous personswho have had great,achievement aesf,ite physical defects come readily to mind, and many of us canthink of examples close to home.. . 't'n" sanctity of the single human life is the decisive factor in this
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suit in tort. Eugenic considerations are not controlling. We are not talking here about the breeding of
prize cattle."

By t978, however, when the next significant wrongful-birth case was decided by a higher court, the
1973 Roe v. Wade decision had established a woman's right to choose - that is, to terminate a
pregnancy. The new case, Becker v. Schwartz, involved a geriatric mother (a medical term for a
pregnant woman over 35) who was not advised by her doctor that her advanced age put her unbom child
at greater risk for birth defects. Her child was born with Down syndrome, and shortly thereafter the
mother sued. This time, the New York State Court of Appeals found in favor of the family, declaring it
had the right to seek financial damages for the added cost of raising a child with a disability. The court,
however, refused to allow the claim of emotional damages. It did recognizethe family's suffering, but
reasoned it "may experience a love [for their child] that even an abnormality cannot fully dampen."

This paradign - awarding financial but not emotional damages - has become the standard in
Il contemporary wrongful-birth lawsuits. Only a few states - including Georgia, Kentucky, Miruresota,
l{ Michigan and Utah - have barred wrongful-birt}r cases through legislation or case law. (Conversely,

wrongful-life lawsuits in which disabled children sue doctors for the suffering they are incurring by
r being alive have generally been rejected. These arguments come down to "better offdead," andiourts
n have claimed it is impossible to weigh suffering versus nonexistence.) Yet the ethical thicket that the- - ---{rst court feared is as thorny as ever. We maynot want to give birth to disabled children;tut at the sa6e--

time we do not want to see ourselves as reproducing in a way that calls to mind prize cattle.

The moral quandary we find ourselves in pits the ideal of unconditional love of a child against the
reality that most of us would prefer not to have that unconditional-love relationship with; certain subset
of kids. "I thfuik the reason that this topic is as loaded and painful as it is," says Adrienne Asch, a
professor of bioethics at Yeshiva University in New York, "is that prospective parents want to think that
they are open to loving whomever comes into their families, and they don't want to think that they
aren't." Asch is one of this county's most outspoken advocates for disability rights and against the
"automatic assumption" that prenatal testing that reveals disability should lead to abortion. It is her
obsel vation, shared by many on both the left and right, that prenatal testing "is not a medical procedure
to promote the health of the fetus. It is a procedure to give prospective parents information to decide
whether or not to eliminate a possible future life.'

The reasons to oppose termination are both obvious and subtle and not necessarily tied to abortion views
in general. (The question of abortion rests on a single issue: is it O.K. to destroy a potential life?
Termination involves an infinite number of heartbreaking queries that boil down to this: what about this
life in particular?) Some argue that our desire not to raise impaired children is based on prejudice.
Others claim that a choosy attitude toward fetuses brings a consumerist attitude toward itriiOUearing and
undermines the moral stature of the family. Still others maintain that the act of terminating impaired
children drags us into a moral abyss - or its opposite, that raising childrar with impairmints increases
our humanity.

I had to face these very questions in my own pregnancy two years ago. I was 23 weeks pregnant with
our second child when my husband and I were told that our unborn son had contracted
cytyomegalovirius, or CMV, a virus that if contracted by the mother for the first time while she is
pregnant and is passed along to her fetus can lead to serious birth defects. Most likely our child would
be deaf, blind and have serious mental retardation - a doctor friend told me that this prognosis could
make a child with Down look like a walk in the park - but no one could tell us for sure what our
unborn son's health would be like. What is more, no good studies existed because most of the women in
the samples terminated before birth. The uncertainty was awful: weren't we supposed to be given solid
information on which to base a decision? In lieu of that, we were offered a sonogram riddled with
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anomalies, a 2O-something genetics counselor and terrible odds. We tried to take solace in the fact that
our older daughter had never picked up on the fact that there was a baby in her mother's belly. We did
what seemed right at the time: we aborted.

David Wasserman, a bioethicist at the University of Marytand, wrote a paper with Asch titled "Where Is
the Sin in Synecdoche?" in which the two argue that prenatal testing is morally suspect because the
system leads people to reduce fetuses to a single trait, their impairment. "Since time immemorial people
have felt fear and aversion toward people with impairments, but these tests legitimize those fears,;'
Wasserman says. Parenthood, according to Wassermaq is and should remain a gamble.

Opposing this, of course, is the plain fact that a healthy newborn is the best outcome - what every
parent wants. No reasonable person would choose sickness over health, and we seem to have the aUitity
to choose. So how to proceed? Much hand wringing goes on about a sci-fi "Gattaca"-like future in whith
terminating kids with Down syndrome leads to selecting for only highly intelligent, physically powerful
blue-eyed children. Yet in truth we are not at risk of creating a society of such iupposedly p"rf".t human
beings any time soon. "There's enough evil and caprice to always ilssrrre there wiiibe Oisabititles," says
Lawie Zoloth, director of the Center for Bioethics, Science and Society at Northwestern University.
"But could there be fewer? When people worry about curing too many things, I'm always glad thai
bioethics wasn't around when people were thinking about infectious diseasJs or palio oi yrtto* fever."

The Brancas have little way of making sense of how Donna's primary doctors failed to apprehend that
her pregnancy was not going well except to assume that they saw too many patients, be[&ed her baby
would be fine because she was relatively young or jumped to conclusions about the Brancas'ideas about
abortion based on the gold cross that Anthony wore around his neck. Whatever the case, A.J.'s first days
and weeks were a horrendous roller coaster. One of the earliesf hardest moments was when a doctor
approached the Brancas with a D.N.R., or Do Not Resuscitate, order. They stuggled with the choice,
but decided to sign.

During A.J.'s first few months, he was hooked up to oxygen tubes to help him breath and to feeding
tubes to help him eat, and he lived in an incubator to regulate his temperature. He remained hospitilized
for l7 weeks. Donna spent every day by his bedside, usually returning home to eat a takeout dinner with
Anthony and then driving back to the hospital again with her husband. During this time, the Brancas had
to decide whether to institutionalize A.J. or raise him at home. Wolf-Hirsctrhom svndrome is so rare that
virtually every doctor who counseled the Brancas could tell them no more than what the Brancas
qfealgd from a single study they found on the Internet. The Brancas were also cautioned that severely
disabled children are often easiest on parents both emotionally and physically when they are infants,-as
all infants are wholly dependent on their parents.

When A.J. was discharged in October 1999, four months after his birth, he was still "medically fragile,"
he needed round-the-clock care and he spent nearly iN many calories trying to eat and regurgiiatinfnii
food as he managed to keep down in his stomach. The Brancas feared ttratlf ttrey took A.J. f,o-r,-h.
might not make it through his first year. With the encouragement of their familiis and A.J.'s doctors, the
Brancas placed him at st. Margaret's center for children in Albany.

'Tt was just awful," Donna told me, tears streaming down her otherwise composed face as she recently
described the experience of dropping him off years ago. "Anthony and I justlat in the car and cried for
hours. I was a mother, and yet I didn't feel like a mother. It didn't seem natural. As a mother, you have
this feeling: no matter whaf you're supposed to care for your child."
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!1f-horye in Orangeburg, Anthony and Donna tried but failed to find solace in the Catholic Church.
fNeither had been churchgoers before, though both were raised in religious familiis; both identify with
Catholicism culturally but say that families at times need more leeway than the church allows on a-ity-planning issues.) They also started hangrng around their single friendi because they couldnt bear
hearing about children. When A.J. was 5 months, Donna reirrned to work in marketing for I.B.M. part
time-because, she says, "I just needed to think about something else, or I was going tolave 

" 
nr*ou,

breakdown." Atound this time, too, the Brancas started consid-ering iegal actiir. Airthony', mother, a
court stenogtapher, encowaged Donna to requisition her medical ricoids, and when Donna showed
them to Dennis Donnelly, a medical malpractice lawyer in New Jersey, he immediately took the case.

Donnelly cautioned the Brancas that her doctors probably wouldnt settle - about 75 percent of medical
malpractice cases are found in favor of the defendant_- though he also told the Brancas that if they
won, they-should expect a sefflement in the millions. For the iial, he prepared a video called "e Ouy i'
the Life of A.J-," since Donna and Anthony did not want A.J. to take iheitand. The trial started in June
2004 and lasted three weeks. By then, Anthony and Donna had 2-year-old twins. In court, Donnelly
asked the Brancas'doctorswhy they had never measured Donna's-fundal height, particularly in light of
her.low weight gain, why they had been unconcemed with her first-timctr.itiroirrg (a possible"
indication of chromosomal damage) and why they had not done any follow-up testin! aftLr her 20-week
-son98ram suggested the fetus was small. He also showed the videoin which the jurors could see A.J.
hooked up to a feeding tube and taking endless meds.

The defense,-for its part, tried to insinuate that Donna herself had declined to seek follow-up testing andthat even if she had sought such testing, the results mlght not have arrived in time for her to abort. :-
Furthermore, they argued that the Brancas would not have terminated. (Donnelly used the signed Do
Not Resuscitate order to argue that the Brancas would, in fact, have terminated.i The doctors conceded
that the falloffin Donna's due dates should have raised a "red flag" and that a follow-up sonogram after
her 2o-week sonogram would have showed a further deterioratioi in fetal size and weight. Donna,s
doctors also had little recollection of Donna as a patient, so they could speak only aboui tfrei, pructice ingeneral and ofher case based on her records.

Separately, both Donna and Anthony told me that they believed they might not have sued had Donna,s
doctors just called to apologize. "They never felt any remorse," Donna rlid., "n"rn"r called me after my
son was born to say,'I'm sorry this happened."'

The jury deliberated for two hours and found the doctors guilty of medical negligence. Ultimately, allparties agreed to a multimillion-dollar settlement - its exact amount is confiJen-tial - which remains in
a trust for A.J.'s care.

S-oT," people argue against the idea that we sho_uld have a right to terminate trnwanted genetically flawed
children on scientific, no! moral, grounds. Bill Hurlbut, a Stlnford professor and a member of the
President's Council on Bioethics, asserts that a lot of genetic testing is hyped. "Genes are not like
Legos," he says, mocking the idea that the results of an amniocentiiis, often delivered to parents as a
neat picture of 23 chromosome pairs, can tell you who a child will be. "Our genes mix with whole
societies of molecular interactions, including our environment. It's not just niture-nurture; it,s cycles of
momentum that get going. A lot of very sophi,sticated people believe there is a straight line from a gene
to an expressed trait, and that is just wrong. We're going to regret we had this phrase, 'It's in our
genetics."'

Serious questions have been raised by preimplantation genetic diagnosis. P.G.D. is available to families
undergoing in vitro fertilization, and it works like this: an egg is fertilized and starts dividing. When the

http://www.nytimes.com/2006/03/I}lmagazine/3l2wrongful.l.html?ei:5070&end16lec... Z2-Mar-06



The ways in which genetic counseling is biasrd toward termination are both systemic and subtle'

Research suggests that counselors may steerpatients tgwar$, o,o''..'..3::|1?"'^*:-:L-'*

anbryo reaches the eight-cell stage, a single cell isremoved and tested for genetic abnormalities' If the

cell,s DNA looks normar, the embryo r, iir]pr*t"a i" ttt" mother. If the DNA does not, the embryo is -

frozen or tossed out. But it is not ro ri*pi.ii" ioos, a team from Reprogenetics in West orange, N'J',

continued growing 55 embryos that previourty t"rt"a as- abnormar ana rouno that a surprising number of

the cells, when tested later, were genetically-tiot*"r- After l jew more days, an average of 48 percent of

the cells were norTnal. After 12 days, ott""*u.yo contained-76 percelt ngrmal cells' This raises some

interesting questions: do embryos contarni;; s;e genetically flawed cells tend to heal themselves?

How do you know iithe cells selected ror p.c.o. are representative? Is basing termination decisions on

genetic information as solid a footing *;; h;;. thougit? If not, how can we conscience the decision to

abort?

Susan crockin, the legal scholar, says she believes that P.G.D., as well .t oth9 types of prepregnancy

testing,like screening donor eggs and tp"t- fo. genetic disorders, will very likely be the causes of all

sorts of new lawsuits. For instance, a sperm bank-in california has already found itself facing a

wrongful-conception lawsuit, brought Ly parents whoargue that their geneticallyimpaired child would

not have been conceived at uit nua ttt" donated sperm been vetted properly' Egg-donor progrrms may

soon be in the same Position.

An unintended and particularly disconcerting conseqlenge of all these new reproductive lawsuits is that

they may bias the meaicat establishment to#ard termination, and some argue that such a bias already

exists. This is alarming for many r"""o*, ,rot least of wlric-h is the fact that several studies have shown

that the raising of children with impairments is on the whole a lot less difficult and a lot less different

from raising so-called normal kids-than *r l*"gi"" it w^ill be. "Families with severely impaired children

do not differ significantly in stresses *d t;e; from families with normal children"'wasserman, the

bioethicist, maintains, citing articles r*. ;rttr n*perience of Disability in Families: A Synthesis of

Research and parent Narratives.,, The idea that a handicapped child will destroy a mariage is

exaggerated, he tolJ *e, "1, child prodigy ; tt""t just as targe an impact on a family as a child with

cystic fibrosis or Down."

l(escarLrlr suBBtrslb trr

with a clean slate.,' As another expert, Barbara Biesecker, director of the genetic-counseling training

program at Johns Hopkins University, .*pl.i*,"Ther9's rcind of a trend out there to call people at home

and then just refer them back to the hospiial" - meaning that the family who has learned that a fetus has

a genetic disease is quickly referred to someone who wil=l help get rid oiit. This, according to Biesecker'

is ,'a cop-out.,, Delivering the news o1trr" ffie, often without a spouse present, is, she says, "filled

with assumptions about what's right for people - it Tr*les that tirey'll ict," meaning terminate' "when

I ask counselors why they,re doing ,o -.r"h *ork on the phone, they say, 'Thafs what people want'' But

people are in crisis; they need to slow 9o*. I believe wdre capabli of mtkinp SgoA decisions for

ourselves in hard circumstances, but I think we should be putting up roadblocks to quick answers' I don't
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think it should be easY."

Compounding the problem, most of the 1e1vs ttyt g*"ti: :-o11tjt:.XllT*:"H:TfiT:e 
parents

;#fffittf;i"r"tI""e'"ri*il.lt"t;;i. r""r-io-i".e meetings,.*hi4:*.^"^.:T-::1,,t:
,-"t:::#:TJfi;;;il'fifi;,hir'ir"i"r,ce lectures aboluihow chromosomes replicate or how

, a  ,  , 1  I  - L - -  i . ^  - , ^ - . -  L ^ l I "  r m 6 r r  h Aalllnlo(iglllttslsr Lsll\l I

trisomies occur, not the swirring emotions that surround the news that the baby in your belly may not be
*  D-^" -Lan l r

ilffi;* il#; ; I havin!. ry T J'Telto rectirv * :i*1ti:11 li:1t^"i'^s.'" t'X:T5'
ffr:'11tilliiiil;,il-pdn-x'*'o'iP:*::l:igy::".*:'::1,t::l,y1:1":::H:J:u*"
;"J#;,ft:le;l,Jd;ar,.G;;;;;egt,1.ui+.d.:i*:g'::Ti::.^*:^T'^.^p:*::
ff.i#i#::il;;;ffi;;;,,h"r,f."iiai*ud^.lilge,:,TI"._":llTl"Jl^T*:::n"
;ii, #il;fk;;k;, .'H;ard Medical Schoor student. Skotko published apaper in The Amencan

n
B
t
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Journal of Obstetics and Gynecology last spring based on his study, the largest and most
comprehensive on prenatally diagnosed Down syndrome. It showed that obstetricians and genetic
counselors failgd to give expectant mothers who received a prenatal diagnosis of Down eniouraging
data about raising a Down child. One mother in Skotko's study reported that her genetic counselor 

-

"showed a really pitiful video first of people with Down syndrome who were very low tone and
lethargic-looking and then proceeded to tell us that our child would never be able to read, write or count
change."

Few would be against parents getting a complete and accurate picture of raising an impaired child, but
how, exactly, does that picture look? Different families' experiences with similar impairments are wildly
disparate, and Skotko's study has been criticized for having sample bias, because heiollected his
surveys through Down-syndrome family associations, groups presumably filled with people having
relatively good experiences with the disease. (Skotko has a sister with Down.) Not initualA in his
sample, for instance, was a 66-year-old woman named Wendolyn Markcrow of Buckinghamshire,
England, who last year on Easter Monday gave her 36-year-old son, Patrick, 14 sleeping pills and
suffocated him with a_plastic bag and then attempted suicide. Patrick had Down syndromi, rarely slept
at night and hit himself in the face so regularly and forcefully that he detached hii retina. When u11"rt"d.
Markcrow told the police that she had "snapped."

tf lfif ny.does A.J. have to geton the bus?" JutiaBranca,se of Donnaesd Anthony's3-)€31-gld-
! U twins, paused to ask her mother, referring to the shuttle that was taking A.J. back to St.

Margaret's on a Sunday afternoon. (A.J. has since moved to the Center for Discovery, in Harris, N.y.,
closer to the Brancas'home.) The sun dappled the lawn through the tall oak tees. A.J., three years olier
than his siblings, but about the same size, played with a LeapFrog infant piano in his wheelchair in the
shade.

Julia is externely engaged with the world of disability. At "A.J.'s house," what she used to call St.
Margaret's and now calls the Center for Discovery, she says hello to all the kids, whether they respond
or not, while her brother Johnny hugs Donna's leg. Julia ran off for a few minutes and returnia with a
cup full of acorns and set them on A.J.'s wheelchair tray. A.J. raised his head, as if to acknowledge
Julia's gift, then sank back into the looping riffs of his musical toy. Nobody knows how much Aj.
comprehends. He turns his head toward his family, sometimes reaches out an arm. "One time," says
Anthony, "up in Albany, he started to cry whe,n we left. He started to moan."

In A.J.'s infancy, when his son visited home, Anthony slept in the same room with A.J., ofte,n in the
same bed, dispensing food and meds at one- and two-hour intervals and making sure A.J., who weighed
only nine pounds at 1 year, didn't vomit and choke. When he found out Donna was pregnant with trvins,
he felt guilty because he "knew it was really going to take away from A.J. When ttre trvins were bom, it
was like having ffiplets." Now, thanks to the settlement, when A.J. is home, a nwse comes at night. In
some ways, being A.J.'s parents has grown harder as he has grown older. Yet despite the direst
predictions from some of his doctors, A.J. is progressing, if slowly. No one expeCts that A.J. will ever
talk, but last summer he leamed to belly crawl, and his father was intensely proud. "Everyone talks
about when their child says his first word," Anthony says. "With A.J., we don't have that. But I think
Donna and I have more satisfaction." Anthony sounds calm but surprised, like a man long accustomed to
unexpected and unsettling news. "A.J. was voted Most lmproved Mobility last year at school," he told
me. "I was more proud of that. Every kid who has what he's got doesn't learn to belly crawl. I felt like
he'd hit a home run in the Little League World Series."

The Brancas love the son they wish they hadn't had. My family continues to mourn the child we don,t
regret terminating. "Anything you might say about the wrongfulness or the rightness of a birth," Laurie
Zoloth, the bioethicist, says, "the particularity of that choice is only, and always, experienced by a
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particular set of parents in a particular family with certain grandparents, certain aunts and uncles, in a
certain religion on a certain block in a certain neighborhood. These are circumstances that as
professionals, and certainly as bioethicists, it's nearly impossible to fully understand. And then, of
course, we have the luxury of walking away."

Elizabeth Weil lives in San Francisco. Her last article for the magazine was about childhood obesity in
southern Texas.
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