
ii The Hastings Center

The atmosphere was tense. Representatives of the
insurance industry were huddled in one corner.
The other members of the Task Force on Genet-

ic Information and Insurance, mostly academics and
consumer representatives, were bunched across the
room. As chair of the task force, I was in the middle, try-
ing to make sense of the disagreement, which was grow-
ing more intense by the minute.

Our mandate was to provide recommendations about
what health insurers should and should not do with ge-
netic information. This was the early 1990s; there wasn’t
much information available about an individual’s genes,
but the avalanche of genetic information was gathering
strength. The first few pebbles had arrived recently, and
ever larger ones, such as the tests for genes linked to
breast and ovarian cancer, would appear soon. We had
time—not a lot, but some—to plan for how private
health insurers would deal with information about our
genetic risks for diseases, from the rare and inexorable
progression of Huntington’s disease to far more common
ones such as Parkinson’s, diabetes, and heart disease.
Health insurers were accustomed to shaping policies ac-
cording to the risks people presented. If someone with
cancer was like a house afire, someone with a genetic risk
of cancer was a house with a smoldering pile of rags in
the corner.

The standoff in that room, though, was puzzling. We
asked the insurers if they believed that everyone should
have access to insurance whatever their risks: Yes, they
agreed, everyone should have access to insurance. So,
they were in favor of universal access, right? No, they

adamantly insisted, universal access would be the death
of the industry. Finally, we understood what frightened
them: to insurers, universal access meant that people
could sail along without any insurance coverage until the
day they became ill, when they could march into the in-
surer’s offices and demand to be covered.

That’s not what we had in mind, we explained. Every-
one should have to pay their fair share and, when they
needed care, their health insurance would be there to
cover the cost. We described it as universal participation.
Fine, said the insurers, we can agree with that.

Among the lessons I learned from chairing the task
force (including: Don’t fly from England to San Francis-
co and expect to control a contentious meeting), one
stands out for this collection of provocative essays: un-
derstanding what’s at stake in a public policy debate is as
vital as it can be elusive.

Connecting American Values with Health Reform is our
effort to identify what is at stake amidst the swirling con-
fusion of proposals for delivery systems, financing, cost
control, and other details necessary for any practical re-
form. These details, though, are instruments carrying
with them the impedimenta of history, habit, and inter-
ests. To see things afresh, it helps to return to founda-
tional questions: What do we want health reform to ac-
complish? What values should our institutions and prac-
tices be built upon, embody, and achieve?

The language of values has another virtue: Unlike
health policy mavens, most Americans are baffled by the
alphabet soup of program acronyms, economic models,
and the difference between cost-benefit and cost-effec-
tiveness analyses. Heck, most of us can’t explain the dif-
ference between Medicare and Medicaid. But we all un-
derstand what values are, and we can defend our prefer-
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ences among them. Which leads to another reason The
Hastings Center undertook this project.

Values can be wielded like cudgels to batter your oppo-
nents. That, unfortunately, has been all too common in
recent political discourse. But values worth taking serious-
ly—including all the values addressed in this collection of
essays—are far more subtle, multifaceted, and interesting
ideas that can cross political boundaries. Liberty, Bruce
Jennings reminds us in an echo of Isaiah Berlin’s classic
formulation, includes both freedom from and freedom to—
and each of those meanings of liberty deserves attention in
health reform. Liberty can mean the freedom from the im-
position of a particular health plan and physicians; but it
also demands a health care system that does not deny a
would-be entrepreneur the freedom to pursue her vision, a
freedom not available to the parent of a child with dia-
betes, for whom health insurance would be unaffordable
outside the protective umbrella of a large group policy.

We chose the authors of these essays to represent a
broad spectrum of beliefs. We assigned each of them a
particular value to address, but we did not tell them what
to say about it, other than to display the complexity resid-
ing within each value and spell out the policy implications
of taking that value seriously for American health reform.

In reading these essays, I found moments of great illumi-
nation and insight along with occasional areas of disagree-
ment; familiar ideas displayed in new and revealing as-
pects; new arguments, distinctions, and concepts. I was
provoked, enlightened, and occasionally surprised. I hope
that other readers will have a similar experience.

Most of all, I came away convinced that values are the
beating heart of health reform, that these authors have
begun a marvelous conversation about those values, and
that the implications for American health reform are con-
crete and vitally important. A handful of ideas stand out.

First, simplistic understandings of values are deceptive
and harmful to private insight and public discourse. Lib-
erty, properly understood, is not the opposite of equality;
justice, not the opposite of liberty; and responsibility, both
personal and social, is crucial to the full realization of lib-
erty and justice. Efficiency, an instrumental value rather
than an end in itself, is intimately related to quality, soli-
darity, stewardship, and justice. Core American values,
rather than existing in ineluctable tension with one an-
other, form a sturdy, mutually reinforcing foundation for
health reform.

Second, when we acknowledge, as we must, that our
goal is health, we are obliged to think much more broad-
ly than our patchwork system of health care. Healthy chil-
dren, healthy adults, and healthy communities are the
outcome of many factors—from decent housing and safe
areas for play and exercise to good jobs and schools.
Health care, crucial for episodes of acute illness and for
the care of chronic diseases, is a significant but not domi-
nant determinant of a community’s health. As responsible
stewards of community resources, we should invest our fi-
nite public funds according to where they will do the most
good. At times the best investment for health may be in
education, job creation, or environmental protections, not
in health care.

Third, the practice of individual underwriting in
health insurance—making it harder to get the sicker you
are—should be given a prompt funeral and buried with a
stake through its heart. A concept such as actuarial fair-
ness—which makes good moral sense in commercial in-
surance where risks are voluntary and the losses measured
in money—has no place in deciding who gets access to
the health care they need.

Fourth, efficiency and communal responsibility are es-
sential if we are to have an affordable, effective, and sus-

tainable health care system. This will require, at a mini-
mum, systematically studying and improving the quality
and effectiveness of what we do in the name of health
care. It will also require restructuring incentives so that
providers are rewarded for results rather than for the num-
bers of procedures or tests they perform. There is good ev-
idence that such changes would also lead to a higher qual-
ity of care.

Finally, the concept the task force developed more than
fifteen years ago—universal participation—may be one
whose time has finally come. The core idea is simple
enough: everyone should be responsible for participating
in whatever way is appropriate; when anyone needs health
care that is reasonably effective and not financially ru-
inous, the care will be there for them. I was delighted to
find the concept, if not the term, endorsed so often in
these essays.

Whatever combination of private and public programs
we choose, it’s a good time to connect American values
with American health reform.
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