048 Part iV Resowross
care bosed on obility fo pay. Al Ihe same bime. pandem:
ics such os he HSN1 “awvion fiu” shill prompt public
health olficials %o develop trioge plans for how fo rofion
$00108 medicol resources such os venSlotors in the event
of 0 mojor ousbreak (se@ this chopser’s Decision Scenario
8 lor move delods),

As 1o the ESRD peogrom, it wos modified by Con-
gress in 2008 1o “bundle” payments for dialysis, diugs.
and ofher ectments, and 10 Iry jo acheve better

Transplants and Disability

Sondro Jensen was bom with a defective heon, but it
wasn1 unill she wos thirty-five Shat it began fo moke
her 50 sick thot she needad o heart-lung fransplant fo
S b lie, She wos young and ofherwise healify,
budt Wonspion! centers of both Stanford Univessity and
tha University of Colifornio, Son Diego, rejected heros o
condidahe.

The reason the centers ciled wos 1hat Sandro
Jensen olso hod Down syndtome, ond some of the
Kansplont doclors doubled that she hod sufficient
intelligence 1o core for herself ofter the surgery. Like
olther ol hansplant recipients. she would have fo
follow 0 complicated doity medwcol regimen involing
dozens of medicotions. ¥ she folled to adhere 1o the
pastopetolive requisements, she might die, ond the
orgons that might howve soved e life of one or two
other people would be wasted,

William Bronston, o $108 rehab®salion odminiseosor
ond Iriend of Jensen, became her odvocote. He pointed
oul thot she hod demonstrated ¢ high leved of infellectool
funclioning. She was o high school groduate who worked
with athers with Doen syndrome, and she hed Ived on
har can for severol years, She wos on cdvocale & the
disobled in Colifomio ond otended the signing by Presi-
dand Bush of e Americans with Disabiiies Act in 1990,

Thanks ta a strong lobbying effort by Bransion
ond the threat of adverse publicty, Stonford reversed
its decision. On Jonuoary 23, 1996, in a five-hour
oparafion, Jensen become the first infelleciuoity dis-
abled person in the United States 1o receive ¢ mojr
organ transpiant

outoomes by instifuting *poy-foe-perdormanca” incen-
ves. (These changes onficipated many of the ACA's
Meghcare pliod progroms, which aim 1o provide mose
eiticient and coordinaled care by bundling payments
10 0 group of providers rother than resmbursing for in-
divdual procedures.) i remains fo be seen how Mese
changes will Impoct the ESRD program and what place
Ihry will cocupy In the long and conlentious history of
ollocoting lifesaving diolysis keatment

Compliance and Discrimination

Since Jonsen's fransplant, pafients with intelleciuol
disobilities hove made some peogress in getfing
occess 10 orgen tronsplants, but dala suggests thal
such impairments are still a majar obstocle, espacially
In hear! tronsplonts. A 2008 survey of eighty-eight
fransplont centers reported that 46 percent of heor!
progroms indicoted thot even mild or moderole
cognitive impairment would be a controsndication

10 tronsplont efigibility. in oddition, the Infemationol
Society foe Heort and Lung Tronsplantation’s

criteria for heart ironsplonts stales that “Mentol
retardaton or dementia may be regarded os a relafive
contraindicotion 1o transplontation.” Since roughly
50 parcent of the 250,000 people in the Uniled Stafes
with Down syndrome suffer from heart defects, such
slances con hove serious and fatal consequences for
these potients,

Whot occounts for these policeas? The mos! com-
monly cited recson is the one used by the ronsplont
centers hol iniolly rejected Jensen's candidocy. thot
infellectuct Imporment would underming har complanos
with medicol deectives ond couse her ronspiant
10 fail. This stonce is worlhy of consideration, since
noncomplionce with post-onsplant coee is one of the
seoding couses of Wonsplont folure.

But subsequent studses have found no indicotion
of difference in mediced complionce or post-transpéant
maorality between inteliectuolly disobled and nondis-
obled ranspiont recipients. A 2006 I8erature review
pubkished in the joumol Pedigiric Transplanfafion
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found high levels of postsurgical care complance
omong Intellectually cisabled potients, in part due fo
he coasisient support networks on which they rely. In
oddadion, the survivol rates for these polients wos com-
parable 1o those of nondisobled potients. A 2010 study
published in the Amevicon Jownal of Transplanfation
concluded, “Cumently, there & no sclentific evidence
or compelling dato suggesting that potients with MR
[mentol resordation] shoukd not hove occess 10 organ
onsplontotion.*

Critics of confinued considaration of cognitive
imparment in orgon transplaniotion paint cul Mot non-
disobled childeen and infonts are routingly oppeoved for
yonspionts when # connod be assumed hot they wil
oomply with modicol direchons wilhout extensive 0ssis-
sonce. They argue ot ComplionCe IS Senving os 0 cover
for judgments about the sociol worth of the mentally dis-
abled, with msitulions moking subjective cssessments of
polienis’ quality of lile rother Ihan objectively 0ssessing
the quality of Meir heolth,

"Once you et info meosuring quolity of ife. you ore
one slap away brom deciding between o doclor’s o 0
santor’s lifestyle, or between 6 lomous oibhiéle ond an
obscure mother of two childeen,” argues Len Leshin, 0
pedialrician specializing in Down syndrome.

Some eicists. such os NYU's Atthur Coplen, hove
oflored o quolified defonse of Gscrimingting agoinst
1ha indellectucily dmsobled in Monsplont decisions, or-
guing in the context of 0ge requiremants thot *If the
polenticl recipient is severely inseliectuolly impowed,
0¢ Is basically aimos! in o coma, | do not thank it mokes
sanse %o consider ot child for o tronsplond either "
Critics of this argument point oud Ihat fis shppery slope

Few of us have as much as we desire of the
world’s goods. Usually, this is because we
don’t have enough money to pay for every-
thing we want. We have to make choices,

If we wish to take a vacation in Florida, we
can’t afford to buy a new phone. Sometimes,
even when we have the money, we can’t buy
some item because the supply is inadequate
or nonexistent, A manufacturer, for example,
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runs in bolh deecions, ond thot mos! peopie would be
uncomioricble with restricting heart honsplants 1o 1hose
wilh unusually high 1Qs.

Envoi

More than o yeor ofter Sandro Jensen's tronsplont,
she was admitted to Sutter Genesal Hospetol In Sen
Froncisco. Her problem was nof compliance with her
immunosuppressive dug regamen, bul 0 severe 1eoc-
flon to the drugs themselws—a common problem
Ivod had coused her ¥ be odmitted fo the hospital
severol times befoce, She died of complicotions from
the druyg reoction on Moy 25, 1997.

*Every doy was always psecious and Iived well by
het,” har friend Willlom Bronston said of Jansen, afier her
death,

Jensen's struggle 1o ba occapled for a fransplant
continues to inspire ochon and colls for reform,
Prompled, In part, by Jensen's story, the Colifornio
Assembiy passed o bill in 1996 fo peohibit tronsplant
centers from discriminating ogainst the physically
or intelleciually disobled unless such disobllities
ore “medically significant” to 1he tronsplant. But the
situation is diffecent In many ather stotes. In Jonuary
of 2012, Chilgren’s Hospitol of Philodelphia danied
0 kidney fronsplont to o theee-yeor-old child on the
grounds that she had inteilectuol disabilities, until
the ensuing national controversy forced the hosplial
%0 reverse iis decision. This and similor cases make it
cloor thot policies on transplands for the infellectuotly
disobled remoin inconsistent and unsesolved ocross
the United Stotes,

might not be turning out a new phone fast
enough to meet the demand for it. Or, to
take a different sort of case, we can’t buy
fresh figs in Minnesota in January, because
they simply aren’t available.

In some circumstances, we can’t acquire
an item because its supply is limited and our
society has decided that it falls into a cate-
gory of goods that require more than money
to acquire, The item may then be formally
rationed on the basis of social priorities.



