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The National Academy of Sciences is a private, nonprofit, self-perpetuating society of distin-
guished scholars engaged in scientific and engineering research, dedicated to the furtherance of
science and technology and to their use for the general welfare. Upon the authority of the
charter granted to it by the Congress in 1863, the Academy has a mandate that requires it to
advise the federal government on scientific and technical matters. Dr. Bruce M. Alberts is
president of the National Academy of Sciences.

The National Academy of Engineering was established in 1964, under the charter of the
National Academy of Sciences, as a parallel organization of outstanding engineers. It is au-
tonomous in its administration and in the selection of its members, sharing with the National
Academy of Sciences the responsibility for advising the federal government. The National
Academy of Engineering also sponsors engineering programs aimed at meeting national needs,
encourages education and research, and recognizes the superior achievements of engineers. Dr.
Wm. A. Wulf is president of the National Academy of Engineering.

The Institute of Medicine was established in 1970 by the National Academy of Sciences to
secure the services of eminent members of appropriate professions in the examination of policy
matters pertaining to the health of the public. The Institute acts under the responsibility given
to the National Academy of Sciences by its congressional charter to be an adviser to the federal
government and, upon its own initiative, to identify issues of medical care, research, and
education. Dr. Kenneth I. Shine is president of the Institute of Medicine.

The National Research Council was organized by the National Academy of Sciences in 1916
to associate the broad community of science and technology with the Academy’s purposes of
furthering knowledge and advising the federal government. Functioning in accordance with
general policies determined by the Academy, the Council has become the principal operating
agency of both the National Academy of Sciences and the National Academy of Engineering in
providing services to the government, the public, and the scientific and engineering communi-
ties. The Council is administered jointly by both Academies and the Institute of Medicine. Dr.
Bruce M. Alberts and Dr. Wm. A. Wulf are chairman and vice chairman, respectively, of the
National Research Council.
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Preface

It is innately human to comfort and provide care to those suffering
from cancer, particularly those close to death. Yet what seems self-evident
at an individual, personal level has, by and large, not guided policy at the
level of institutions in this country. There is no argument that palliative care
should be integrated into cancer care from diagnosis to death. But signifi-
cant barriers—attitudinal, behavioral, economic, educational, and legal—
still limit access to care for a large proportion of those dying from cancer,
and in spite of tremendous scientific opportunities for medical progress
against all the major symptoms associated with cancer and cancer death,
public research institutions have not responded. In accepting a single-
minded focus on research toward cure, we have inadvertently devalued the
critical need to care for and support patients with advanced disease, and
their families.

This report builds on and takes forward an agenda set out by the 1997
IOM report Approaching Death: Improving Care at the End of Life, which
came at a time when leaders in palliative care and related fields had already
begun to air issues surrounding care of the dying. That report identified
significant gaps in knowledge about care at the end of life and the need for
serious attention from biomedical, social science, and health services re-
searchers. Most importantly, it recognized that the impediments to good
care could be identified and potentially remedied. The report itself cata-
lyzed further public involvement in specific initiatives—mostly pilot and
demonstration projects and programs funded by the nonprofit foundation
community, which are now coming to fruition.
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There are no villains in this piece but ourselves and our culture. Public
institutions and policymakers reflect dominant societal values that still deny
dying and death. Although it does occur, change to improve care of the
suffering and dying is slow and conflicted with the tension between cure
and care. This report encourages continued innovation and collaboration
of foundations and others, but focuses on ways in which the government
can embrace opportunities to improve existing palliative care, make access
to it equitable for all, and help realize better palliative interventions by
making research funds more available.

It is a truism that death—not just our own—affects all of us, even if it
is a topic most people do not want to contemplate for long. Death is
inevitable, but severe suffering is not. Willpower and determination will be
required, but it is time to move our public institutions toward policies that
emphasize the importance of improving palliative care for those who want
and need it. This report identifies the special needs of cancer patients and
the importance of the clinical and research establishment involved in cancer
care to take a leadership role in modeling the best quality care from diagno-
sis to death for all Americans.

Kathleen M. Foley, M.D.
Director, Project on Death in America, The Open Society
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