Iheardth\s story four
years ago while on a shut-

,:";i'tle to Kansas City’s airport.
s_-1.hadjust attended - the
-, first. Down, Syndrome* Af-
7 filiates in” Action (DSAIA)
conferénce, Being a lawyer;

y - I was ashamed at the idio~

6182

tered”the_ world - without

- his:¥esophagus connected
to his stomach — a condi-

v uonthatcanberepaned,‘
'andmtha%percentsuc—.;_
cessyyrate.. - ‘The ' lawsuit’

ed' because of the rea-

: son’hls ‘condition was not-
- care is a right...: .
. 'Then I read about the '
Gromngen ‘Protocol. - In:’
2005, physicians * in - the *
er showed up to, work one "

:day to burnia garbage,

- treated.”

w-In addmon to’ havmg aj‘
o repau'able condition, Baby' -
Doe “was born — con-:
oelved, in fact — with.
Down' syndrome. The par-"
ents” physician, Dr. Walter

Owens,adwsedtbatthey

coulld ‘choose to-do ‘noth-
ing;. about treating their -

child’s:: ~.esophagus. « “Al-

though' thxs would result in -
' Baby 'Doe’s. death, Owens -

: relayed how some chlldren: :

. Wwere mere blobs -Based’

" . on_ their ‘doctor’s advice;

' the;parents, chose to with-

, ‘the right- to “post-birth

with: -, Down '/

’ hold .care.

Momeys for the hOSpl-‘
, d, for families want-.

. mga -to adopt.'Baby ' Doe’
. court-ordered

" sued’ . for
mechcal treatment. Owens

' testified, as did another baby
dactor, ‘who. dxrectly con- -

'uadncted Owens,

i saying
- that, care 'should be prov1d- - avo!
o ed ta this’ living human be-.*
" ing; who had a non-term1-“«

wagse,ntoﬂ'toacomerm

.the, hospital’s nursery. His -
hpg,ctackaed from: dehydra

hop.f;Qgctors stried -to“in-".
-, Owens ' ship of bioethics upon Pe-

. ter ‘Singer, a man who has
-.espoused . sxmx]ar, if ‘more
- nuanced,’ views about the -
.. "cihe judge: ultlmately :
ru{pd that - becanse there ;i

was. a: dxﬁ'erence in med--:

mlg; opinion, the -parents -

-were. within their rights to"

choose to' withhold care,

The disconnected eso-"-

: tervene,; but‘

phxs;cally — from render-
mg,,care to Baby Doe..

phagus caused Baby Doe’s
stogpach acid to bleed into

: (,g]ungs He 'spat: up "
blood. Six days after being
borp, Baby Doe dled.

l‘)} h: : .

y , -"cy-of that judge — under:
3 - his’ ruling, " if *doctors’ did "
as} i{Ba’by Doe.” Why “Baby I
Dge."? Because that is how -
t filed -after his
him.' .- unreasonable Owens’ ‘med-
*iWhat did Baby Doe do
tostart a court fight?
thing; . exactly He en-

not agree,: that consututed
a’ dlﬂ'exence in medical’:

opinion,’ regardless of how -

ical opinion was. Bemg a
father to a daughter w1th
Down syndrome, I
raged. |

“But I thought —for
hoped — that such abuse :
could ‘not ' persist.” today. -
‘Not in this age ‘of jaccept-
ance -of diversity," respect

for human rights, and po-
litical promises that health™

Netheriands formahzed a;
practice for, not just® with-".
holdmg care but actwely
causing - the” death of in--
fants born with disabilities. :
Some of its first victims

were ' babies bom‘ with .

~ And 2009 ‘closed  with -
the publication of a Rus-

sian article entitled “Finish -
. them off, so they don’t'suf-.

fer”. ‘The 'author: ‘argued ::
that , parents “should - have |

‘abortions” for: those  chil-
dren they do not want be-

~cause of the child’s disabil- ..

‘ities;"In an mtervxew,
stated, “I don’t ‘want
with,  Down: -syn-. -
drome,” and that he’ should
not dnl:; “stopped " - . from "

‘having - one, even ;
if that child was. breathmg
in the next room m a nurs- "’

is not alone in'his views.

Princeton . University - be-"'
‘stowed lits: first professor- .

right to” postnatal kllhngs
in the ‘case of disabilities. :
- Of ‘course, the’ Rnssxan
column and Smgers views.'

Owens and the’ ‘Groningen :
- Protocol actuallyactupon
‘the view that certain hves
'are ‘not worth living. -
Whllewewouldhketo
.think that Owens is.from a

dxstant. 1gnorant past that

Here 'in the' United States, . ou to
“the’ world andfpeople’s an-
,derstandmg of Down syn-

drome has .changed, but.’

are just - that: -.opinions.." -

if‘loe

the Russtan colunmlst is a

crackpot - half “a - world '
-away; - and - that ' Singer is:. }
“just a voice fromthelvory’ i
-Tower, here 'is a ‘very real ' §
story that happened, and’ }.
“continues . to: happen, m

th:sworldtoday

In March’ 2010, DSAIA_ i
‘returned to- Kansas City.: §
This' year, inteinational at- L
‘tendees m%udti;lad Bala l\t{fo- B
“hammed, ‘the er - of a
“local group in Nigen‘h. His : §
‘tale’ 'makes Baby " Doe’s:

treatment look humane.

heap. The worker ap-
-proached . the - trash -pile
and was “about. to light it

‘ablaze, but he stopped. He
stopped  ‘because . he -
-thought he heard a moan. -

He saw a burlap bag rest-
ing on top of the trash pile

. and; when he opened it, he
“found inside a toddler — a -
little girl-with - Down syn-

_drome,.

'.I'wenty-elght‘;"yeats af-

terBahyDoewasbom

and Owens advised his:
parents to let-him die from
"neglect, a child was put in
~asack and-left on a trash'

heap ‘to be burned to
death What's more, physi-:.
- cians in the Netherlands, a
colummst in Russia and an

Ivy:.League  professor.:
would say that the little

5 ‘:gu'l’s parents were w1thm
The Russ:an colummst ; their’r :

.clearly, “that - isn’t- ﬂWYS‘

:the case. So we are left to
- wonder, what can we do to
‘ensure that the next Baby
:-Doe . born will - have the
‘chanoe tohveandseehw"--

or:her blrthday?

MarkWLeachlsanattomey
in Louisville. He serves on the
board of “directors' for Down

Syndrome of Louisville and -
“Down: Syndrome Affiliates in .
“Action. The views expressed.

arehxsown. :

+:7:Bala has‘a niece thh}': g
s Down: drome He told- i
~of how, culturally,hlsmece H
~was - ‘considered’ a curse, "
‘but his sister; refused to" §
. accept. such’a’ notion." In-.
,stead, ‘she’ _chose to: “Keep. 4
‘her:. baby, and now- her' ‘§
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