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would become a tool to increase partici-
pation rather than to invite suppression.
But the commission could not agree on
how to assure that result and gave only
the blandest endorsement to the exten-
sion of the Voting Rights Act. In its ID
proposal, the commission gave exagger-
ated credence to the standard Republi-
can change of ballot fraud to justify 1D
requirements that just happen to disad-
vantage historically suppressed groups.
The cornmission, diplomatically, does
not discuss the elephant in the room (pun

_intended), namely, systematic Republi-

can efforts to suppress turnout and rig
vote counting. It is too tactful to mention
the partisan election abuses in Florida
and Ohio, the racially targeted purges of
voting rolls, the intimidations of “ballot
integrity” programs, the invitations to
abuse by flawed electronic voting systems
produced by companies closely aflied with
Republicans, or the politicization of the
Civil Rights Division of the Justice De-
partment. Its posture, that the threats to
American democracy are symmetrical
and technieal, is intended to rekindle bi-
partisan support for reform.

Despite this tactical courtesy and the
immense goodwill toward the idealism of
former President Carter, the commission
has not been able to jump-start a good-
government movement to remedy the me-
chanical threats to cur democracy, much
less the partisan ones. Today’s pelitical
mood is even less receptive to reforms that
transcend partisan self-interest than when
HAvVA was enacted in 2002. Even without
deliberate partisan interference, the 2006
election is likely to be more flawed than
the elections of 2004 and 2000.

ICHARD VALELLY'S WORK DEMON-
Rstrates the fragility of coalitions that
have periodically formed to safeguard the
full participation of racial minorities. He
correctly identifies this effort as a politi-
cal enterprise, not a technical one. Demo-
cratic rights are enlarged and protected
when cealitions committed to their en-
forcement form and persevere. In con-
trast to the civil rights coalition 0f 1961-65,
the currently dominant racial coalition
began to take shape with Richard Nixon's
southern strategy in 1968 and culminated

with the tainted presidential elections of
2000 and 2004. This governing coalition
includes business elites, cultural conser-
vatives, and southern whites, and it has
been willing to use a variety of means to
suppress black voting, and increasingly to
tamper with voting generally.

It is no accident that the suppression
of black voting in the late 19th century co-
incided with elite measures to depress
white working-class and immigrant vot-
ing, and to substitute supposed expertise
for democratic deliberation. "Disenfran-
chisers { of blacks],” Valelly writes, “wanted
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to obstruct the electoral participation of
poor whites as well as end black voting."
Indeed, just as racial suppression is heav-
ily implicated in America’s general cul-
ture of violence, it is implicated generally
in our stunted democracy. If and when a
new coalition arises to restore effective
voting rights and to enrich democratic
participation, it is unlikely to be the con-
sequence of high-minded, nonpartisan or
technical reform, but rather of a partisan
victory that throws the rascals out. That,
in the spirit of Schumpeter, will be how we
know American democracy still lives. rap

DIE-HARDS

TAKING CARE: ETHICAL CAREGIVING IN OUR AGING SOCIETY
BY PRESIDENT'S COUNCIL ON BIOETHICS 309 pages, free at www.bioethics.gov

BY DEBORAH STONE

HEN GEORGE W. BUSH AP~
‘ ;‘ ; pointed the President’s Coun-
cil on Bioethics in 2001, he

stacked it with conservatives who had
already taken stands against abortion,
embryonic stem-cell research, euthana-
sia, and assisted suicide. Nonetheless, I
approached the council’s sixth report,
Taking Care, with an open mind after
reading a column in-The New York Times
by David Brooks, who described the re-
port as “a rebuke to the economic indi-
vidualism of the right and to the moral
individualism of the left,” and an asser-
tion of “mutual obligation.” For once, 1
thought, conservatives and liberals might
find common ground.

The report opens with a rich account
of the “caregiving crisis” in America, and
it was in these passages that Brooks
found what he called a “declaration of
dependence.” A healthy old age filled with
tennis and travel, the council warns, is
more likely to occur in advertisements
for assisted living than in real life. In fact,
“the most common trajectory toward
death is the path of ‘dwindling, of pro-
gressive debility, enfeeblement, and de-
mentia, often lasting up to a decade.” As
a result, most of us will eventually de-
pend on others for care. And if we think

were going to be able to count on paid
caregivers to make up for our smaller,
scattered extended families, think again.
Home health care is an unattractive
field —-strenuous work, very low pay, and
rarely with health benefits.

But after portraying the rise of depend-
ence and the lack of care providers, the
council declares ali the related policy issues
“beyond the scope of this report” and rec-
ommends that the president appoint an-
other commiission to study thent. Instead,
Taking Carefocuses on choices at the end
of life and not surprisingly opposes eu-
thanasia, assisted suicide, and anything
that smacks of hastening death for termi-
nally ill patients. What is surprising, how-
ever, is just how reactionary the report is.
It opposes living wills and aims to reverse
the trend toward giving people greater
control over their end-of-life care.

That trend goes back to the 1960s,
when clinicians and laypeople began to
question medicine’s drive to keep patients
alive as long as possible, even at the cost
of painful and ultimately futile treat-
ments. The movement for hospice care
as an alternative to dying in hospitals
grew from this impetus. In the 1970s,
Derek Humphrey's suicide manual, Final
Exit, became a bestseller because it
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offered the possibility of dying on one’s
own terms and of choosing an early death

% over a prolonged period of decline, inca-

% pacity, and suffering. Then came the
* movement for living wills and other ad-
* vanced directives that atlow people to
' specify their wishes about end-of-life care
* while they are competent to express them.
* The prospect of a lingering painful, im-
mobile, demented, or brain-injured phase
. oflife spurred the movement for assisted
© suictde. Why shouldn’t people be able to
. get help doing what they want to do but

can't perform themselves? Or why

- shouldn't they have help dying more

peacefully and less horribly for their fam-
ilies than, say, blowing their brains out
with a handgun or jumping off a roof?
Together, these four movements—hos-
pice, Hemlock Society, living wills, and
assisted suicide —represent a powerful
democratic expression of the wish for in-
dividual autonomy in old age, chronic ill-
ness, and disability.

Taking Care is a sly package. The pref-
ace states, “Our purpose is to provide a
humanely rich account of the caregiving
dilemmas—social, familial, and per-
sonal—and to offer some important eth-
ical guidelines for the care of persons who
can no longer care for themselves.” But ac-
tually, the council’s main goal seems to
be to prevent people from choosing death
earlier than medical technology might
allow or nature might ordain. Of all the
ethical dilemmas in caregiving, the re-
port zeroes in on one—whether it is ever
moral to hasten death, one’s own or some-
body else’s. The council’s answer is “no.”
And of all the possible policy questions
surrounding care in an aging society, the
report addresses only one—advance di-
rectives. The council wants to curb their
use and have people cede their decision-
making power to their caregivers if they
become incapacitated.

In its first “recommendation’—really
a declaration—the council says, “Euthana-
sia and assisted suicide are antithetical to
ethical caregiving for people with disabil-
ity ... [and] should always be opposed.”
The report talks incessantly of the need for
“moral boundaries” and for putting certain
actions—helping people to die on their
own terms—“beyond the pale.”

Kiss of Life: Is it ever moral to hasten death, one's own or semebody else's?

Taking Care casts helping people to
die as “betrayal” and “abandonment.”
{These two words appear seven times in
the language under the first recommen-
dation; I lost count in the report as a
whole.) A caregiver who helps hasten the
death of the person she cares for, accord-
ing to the council, invariably betrays a
trust, and probably does so for her own
convenience, to end the burdens of care-
giving. In the report, merely considering
helping another person to die is always
cast as a “temptation.” Quasi-religious
language pervades the report, giving it
the feel of a sermon. The council intro-
duces its concluding “moral guidelines”
by saying, “We highlight three crucial
teachings.” Ummm ... of whom?

Nowhere in the report do we glimpse
the kind of tragic situations that gave
rise to the social movements I mentioned
earlier. In those situations, a caregiver
who helps carry out a patient’s strongly
and clearly expressed wishes should be
seen as fulfilling a trust, not betraying it.
Many people feel that carrying out such
wishes requires extraordinary moral
courage. When my mother was dying of
cancer, even though she had signed Do-
Not-Resuscitate/Comfort-Care-Only pa-
pers and we'd had explicit discussions
about her living will, I feared [ wouldn’t
have the strength simply to sit by her side

if she were to have a heart attack. For
me, the temptation would have been to
call an ambulance.

The most insidious feature of Taking
Care is its attempt to stem the patient
self-determination movement and to un-
dermine the respect for individual auton-
omy that has been the bedrock of medical
ethics—and liberalism. What ties to-
gether hospice care, the Hemlock Society,
assisted suicide, and living wills is the
quest for personal autonomy. But, accord-
ing to the council, “Self-determination
has intrinsic limits in a civilized and de-
cent society. ... Even a competent person’s
wishes should be limited by such moral
boundaries. ... Qur caregivers are not ob-
ligated to execute our wishes if those
wishes seem morally misguided.” The
council sees itself as the guardian of the
moral boundary.

The council does make some conces-
sions toward public uneasiness about
heroie, last-ditch medical intervention.
Its second recommendation asserts that
the goal of ethical caregiving is not to pro-
long the patient’s life but “to benefit the
life the patient still has,” and its third rec-
ommendation states that caregivers have
an “obligation to avoid inflicting treat-
ments that are unduly burdensome” or
not “efficacious.” Despite these conces-
sions to humane standards of caregiving,
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however, the council’s overriding mes-
sage is to reject personal autonomy in
end-of-life care by limiting the role of ad-
vanced directives.

Here’s what the council recommends.
First, people who write living wills should
be asked to insert a provision allowing
their proxy to override their wishes. Sec-
ond, we should prefer “proxy directives”
to living wills: “Instead of attempting to
specify what should be done, advance
proxy directives should specify who
should make crucial decisions on our be-
half” (emphasts added) Third, ethics
committees and judges should give less
consideration to “what the incapacitated
patient would want done, were he now to
be consulted in his own case,” and more
to “discerning what the incapacitated pa-
tient now needs in order to serve best the
ongoing, if dwindling, life he now has”
These decision-makers shouldn't “over-
value ‘precedent’ autonomy, or past
wishes.” Fourth, state legislators should
“be cautious about putting more state au-
thority and resources behind advance in-
struction directives.” Last, Congress
should amend the Patient Self-Determi-
nation Act of 1990, which requires hos-
pitals to give patients an opportunity to
complete advance directives. The coun-
cil wants this law to recognize the author-
ity of surrogate decision-makers to act in
the best interests of the patient instead of
honoring the patients’ expressed wishes.

Granted, there are thorny issues in
making judgments about what one might
want in the future under circumstances
one can't possibly imagine. But these rec-
ommendations would gut the purpose of
advance directives—to strengthen indi-
vidual autonomy. I can surmise only that
the council wants to limit advance direc-
tives because so many people use them to
ask for help hastening their deaths.

For me and most of the people | know
who've carried care responsibilities for
dwindling spouses or parents, the most
salient ethical dilemma we face is bal-
ancing autonomy and care long before
incapacitation. How and when should
you override someone’s wishes not to
have care if you believe her health and
safety require it?

But this problem never shows up in

Taking Care, which doesn’t engage the
real-life dilemmas of mutual dependence
and obligation with the same moral pas-
sion it lavishes on preventing people from
exercising control over their deaths. Con-
servatives are caught in a strange contra-
diction, They favor policies that would
extend costly medical care at the end of
life, while opposing the social policies that
would enable many people to afford that
care. As a policy analyst, were I to be on
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a presidential council on caregiving, I'd
insist on one overriding moral duty—so-
ciety’s obligation to fund decent care for
those who need it and decent pay for
those who give it. Tap

Deborah Stone, research professor of
government at Dartmouth College, is
the author of The Disabled State and
Policy Paradox. Her next book is The
Good Samaritan’s Secret.

RIGHT TO NOWHERE

IMPOSTOR: HOW GEORGE W. BUSH BANKRUPTED AMERICA
AND BETRAYED THE REAGAN LEGACY BY BRUCE BARTLETT

Doubleday, 310 pages, $26.00

BY MICHAEL LIND

VEN BEFORE IT WAS PUBLISHED,
EBruce Bartlett’s Impostor had a

dramatic effect: [t cost Bartlett his
job as a policy analyst at a conservative
think tank, the National Center for Policy
Analysis (Ncpa), based in Dallas. Bartlett,
aveteran of the Reagan White House and
the elder Bush's Treasury Department,
clearly has the courage of his convictions.
But those convictions are so extreme that,
far from damaging George W. Bush with
his critique, Bartlett makes the president
look like a moderate.

Some of Bartlett’s criticisms hit the
mark. In a chapter titled “Is Enron a
Metaphor for Bush’s Economic Policy?”
he argues that Bush-style conservatism is
pro-business rather than pro-market: “In
reality, the last thing most businessmen
want is a truly free market, which would
force them to compete and erode their
profits. What they really want are subsi-
dies, monopolies, and protection.” As an
example, Bartlett cites the reimburse-
ment of corporations for the drug benefits
they were already providing for employ-
ees: “After passage of the legislation, The
Wall Street Journal reported that Gen-
eral Motors anticipated receiving $4 bil-
lion to cover its prescription drug costs.
Other big recipients included Verizon
(%1.3 billion), BellSouth ($572 million),
Delphi ($500 million), U.S. Steel ($450

million), American Airlines ($415 mil-
lion), John Deere ($400 million), United
Airlines ($280 million), and Alcoa {$190
million) ... [TThe effect is to substantially
raise corporate profits.”

Bartlett praises Bill Clinton for veto-
ing spending legislation, writing of Bush:
“Amazingly, he is the first president since
John Quincy Adams to serve a full term
without vetoing anything.” One of his
chapters is called “On the Budget, Clin-
ton Was Better”

Yet the worst thing that Bartlett can
say about Bush is that he is really a liberal.
“Free marketeers celebrated Bush's renun-
ciation of the Kyoto Treaty on global
warming shortly after he took office in
2001,” Bartlett writes. “And they cheered
when all of the ‘midnight regulations’ im-
posed in the last days of the Clinton ad-
ministration were frozen.” Tragically,
according to Bartlett, “By the end of 2003,
the Bush administration was proudly pro-
moting its imposition of new regulations
banning the diet supplement ephedra and
protecting consumers from ‘mad cow’ dis-
ease. It also celebrated a ‘get tough’ pal-
icy toward corporate wrongdoers.” That's
right, Bartlett is criticizing Bush for try-
ing to use government to thwart corporate
erime and mad cow disease.

According to Bartlett, Bush has be-
trayed the Republican Party’s commit-
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