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. CULTURAL BasIS

OF INADEQUATE CARE

1o Provide Supportive Care of the Dying,
Our Society Must Learn to Live with Our Mortality

are of the dying in this nation is

inadequate for a number of reasons,

which are rooted in our culture as

much as they are assignable to defi-

ciencies in either the training and
behavior of healthcare professionals or the prac-
tices of healthcare organizations.

Alicia Super and Lawrence Plutko’s article in the
March-April Health Progress (“Danger Signs,” pp.
50-54) cites many of the factors contributing to
inadequate care of the dying: lack of holistic medi-
cal training; a curative, aggressive medical culture;
poor communication between physicians, patients,
and families; a litigious climate; inadequate pain
management; and problems with the healthcare
system’s structure and financial incentives, This
article further explores several of these “difficult
realities,” underscoring the cultural foundation for
inadequate care.

Mepicat Ebucation

The medical curriculum is woefully inadequate
when it comes to courses about and experience
with dying patients.' In 1993 and 1994 less than 4
percent of medical schools even required a sepa-
rate course in care of the dying. Less than 20 per-
cent of medical schools used hospice rotations,
and most of these were probably optional. Even
when medical students did have lessons in care of
the dying, the lecture method predominated,
allowing little personal contact with dying
patients.

Given these shortcomings, especially in the
nonmedical aspects of care of the dying, it is
understandable that physicians report being
more comfortable treating organic symptoms
such as bedsores, nausea, vomiting, and consti-
pation than treating emotional and subjective
symptroms such as breathlessness, depression,
pain, and anxiety.
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AGGRESSIVE TREATMENT

Ethicist Daniel Callahan speaks of the way our
treatment of persons at the end of life deforms
their experience of dying. “Technological brinks-
manship” (the pursuit of aggressive treatment as
far as it can go with the intention of pulling back at
just that point where care becomes futile) makes
appropriate, compassionate care of the dying very
difficult.” Callahan cites the irony in this situation—
that death is not better managed in this era of
greater biological knowledge, more powerful anal-
gesics, and other sophisticated tools in our medical
armamentarium. Indeed, he notes that this tech-
nology fuels an attitude that denies mortality. It
creates a medical arrogance based on a belief that
death can be overcome.

PAIN MANAGEMENT

Physicians themselves report that they are more
concerned about overtreatment of dying persons
than undertrearment. The exception is pain man-
agement. As T. Patrick Hill writes, “Eighty-five
percent of medical attending physicians, 83 per-
cent of surgical attending physicians, and 84 per-
cent of house officers indicated that the most com-
mon form of narcotic abuse in the care of the
dying is undertrearment of their pain.”* Callahan
corroborates this phenomenon by noting that the
medical classic, Cecil Textbook of Medicine,
devotes only 5 of its 2,300 pages to pain, and only
3 pages to treatment for those who are dying.*

In addition to physical pain, persons who are
dying also experience psychological distress and
other kinds of spiritual and existential suffering that
care givers frequently fail to address. Despite grow-
ing recognition that dying persons need emotional
and spiritual as well as physical attention, multidis-
ciplinary care of the dying has not found sufficiently
wide acceptance. Because medicine’s traditional
independence and dominance do not lend them-
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selves to a collegial approach, medical care often
does not well serve the comprehensive needs of
persons who are dying. Hierarchical patterns of
care need to yield to multiprofessional teamwork
for palliative care to assume its rightful place in the
care spectrum. Concomitant changes in reimburse-
ment and financial incentives are also required.

Hospice

The growth of hospice programs demonstrates an
increasing public awareness of a different, more
comprehensive philosophy of care for the dying.
Indications are, however, that the public’s aware-
ness is increasing more rapidly than that of the
medical community.

In 1983 Congress enacted the Medicare Hospice
Benefit Act, spurring acceptance of and participa-
tion in hospice, although hospice still has not
secured a place in mainstream healthcare. In 1994,
340,000 persons died in hospice programs, repre-
senting only 10 percent of deaths that year® No
doubt it would have been more appropriate for
many of those who died in hospitals to have died at
home or in a nursing facility. An encouraging sign is
that the Health Care Financing Administration is
exploring the possibility of establishing a diagnosis-
related group for palliative care.” Presumably that
policy change would moderate some technologi-
cal brinksmanship, improving the hospital death
experience.

ComMUNICATION

Effective physician-patient communication is rec-
ognized as key to efficacious care, especially for
patient comfort. It seems obvious that improving
such communication should improve care at the
end of life. Yet a recently concluded study—
designed, in part, to enhance the effectiveness of
physician-patient communication about end-of-life
treatment decisions—found that attempts at better
communication failed to improve care of the hos-
pitalized dying.” In fact, in a society that does not
deal well with death, it is probably unrealistic to
expect the medical establishment to do so.
Nevertheless, it is disturbing that physicians often
do not know or do not heed individuals’ wishes
about their end-of-life care. In American society,
fixed as it is on autonomy and self-determination,
this failure gives rise to clinical, legal, and moral
battles.

Death-AvERSE CuLTuRE

Most likely, as Callahan claims,; the fundamental
reality underlying our inadequate care of persons
with life-threatening illnesses is our death-averse cul-
ture. As recently as the beginning of this century,
nearly everyone had had a personal experience of
death. In 1900 the rate of infant mortality was 16
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times today’s rate. The overall death rate since the
turn of the century has declined by 50 percent.
Communicable discases have been all but eliminated
as a cause of death. Now our experience of death is
more likely to be the lengthy, debilitating decline of
degenerative diseases. Death has moved from a pub-
lic, community event in the home, to the hospital—a
less accessible, private, individual sphere, the
domain of medical specialists. Callahan describes the
phenomenon as the “secularization of death,”
replacing a religious with a medical response.®

From a familiar, if sad, occurrence thar touched
almost every houschold, death has become a
stranger. Indeed, it has become an enemy—unmen-
tionable not only by ordinary people but also by
healthcare professionals, who virtually always regard
death as a negative patient outcome. Our culture
seems far more inclined to deploy awesome medical
technology to delay death than to reflect on the
profound issues posed by our mortality.

A CHALLENGE T0 THE PREVALENT CULTURE

The collaborators in Supportive Care of the Dying:
A Coalition for Compassionate Care, the Catholic
multisystem project to change how we care for the
dying, recognize the significance of these cultural
challenges (see Box). Our comprehensive support-
ive care model involves early intervention directed
to identified needs of both persons with life-threat-
cning illness and their families. It is based on values

Continued on page 70
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THE SISTERS OF BON SECOURS

Providing Good Help to Those in Need

The Sisters of Bon Secours started nursing in the home when
they came to the United States in 1881. Today, we practice
our ministry of healing in hospitals, clinics, home health
agencies, hospices and nursing homes - addressing the
wounds of a hurting society. We are women of prayer whose
vibrant, hopefilled faith communities draw others
to share in innovative ways

our charism of
Healing + Liberation * Compassion
&,
b
We are progressive women of the church centered on
healing and returning people to health and wholeness.

To learn more about us and share our vision, contact:

Sr. Vicky Segura, C.B.S.
Sisters of Bon Secours
1525 Marriottsville Rd.
Marriottsville, MD 21104 ®

(410) 442-1333 SISTERS OF BON SECOURS USA

Pastoral Care Policies and Procedures for
the 1990s

Now from CHA: a complete guide to pas-
toral care policies and procedures covering

five essential components of pastoral care

management: purpose, policies, sacramental policy, position descriptions,

and performance appraisals,

Pastoral Care Policies and Procedures for the 19905 will guide pastoral
care departments as they attempt to integrate pastoral care into the total
life of the healthcare facility. This workbook has a blank page for notes
adjacent to each policy statement. Under each policy statement are sug-
gestions for discussion for developing procedures to implement that
policy and to reflect the facility’s personality and its commitment to pas-

toral care.

Copies of Pastoral Care Policies and Procedures for the 1990s are avail-
able from the CHA Order Processing Department for $20 each.

Call 314-253-3458.

THE CATHOLIC HEALTH ASSOCIATION
OF THE UNITED STATES

INADEQUATE CARE
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that honor life, respect human dignity,
and cherish and support the most vul-
nerable among us. Although these val-
ues are embraced by many in our plu-
ralistic world, countervailing forces in
society at large, and medicine in par-
ticular, often obscure their realization
when it comes to care for the dying.
We plan—through solid research,
collaboration with our communities
and other care givers, and persever-
ance—to develop a model for end-of-
life care that will, if only gradually,
transform the current tearsome experi-
ence of death. We intend to help care
givers and society better acknowledge,
comfort, and support one another in
the face of this inevitable human event.
To the extent that our model is suc-
cessful, we as a society may learn to live
with our mortality, and we as care
givers may begin to create a community
of care and support for those who are
dying. Perhaps we can bggin to build in
our communities what Callahan sug-
gests is lacking in this country—a “sus-
taining or supportive general culture for
grappling with the human reality and
importance of death.™ o

%‘ For more information on the coali-
tion, contact Project Coordinator Alicia
Super, Providence Health Systemn, 4805 NE
Glisan St., 2E09, Portland, OR 97213-
2967; 503-215-5053.
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