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HEALTH FAITH ETHICS

SECOND

THE PARK RIDGE CENTER



The Park Ridge Center is back on the web.

Visit us at www.parkridgec


http://www.parkridgec

Dear Second Opinion Reader,

During my fifteen years as president of the Park Ridge Center, my colleagues and |
have negotiated many curves in the road. Our fortunes, like those of so many grow-
ing institutions, have waxed and waned, but our mission has always remained clear
and constant It is the uniqueness and relevance of that mission that has given us
staying power. The interconnections among health, faith, and ethics are genuinely
fascinating, perennial, and compelling sources of personal and societal interest

Recognizing the rich resources that reside in the Park Ridge Center archives and
the Center’s continuing potential for cutting-edge work, Channel Thirteen/WNET
New York has offered to host and update our web site (pictured on the facing page)
in association with its PBS Religion & Ethics NewsWeekly. We are both pleased and
honored that our work has been recognized by such credible sources, and we look
forward to an energetic and substantive relationship. Among many features, you
will find all past issues of Second Opinion and The Park Ridge Center BuUetiri, as
well as forthcoming Second Opinion special editions and new editions of our
newsletter, e-Ethics.

We would welcome any ideas or suggestions as we continue to develop this new
communication venue. Please feel free to e-mail me direedy with your thoughts:
Laurence.O’ConneU@advocatehealth.com.

And one final note: We would very much appreciate your returning the enclosed
envelope with a contribution. We continue to depend upon the generosity of our
friends to support much of our work.

Sincerely,
Laurence O'Connell


mailto:ConneU@advocatehealth.com
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A Bantu Christian is baptized near
Johannesburg, South Africa.



BY MARTIN E. MARTY

EDITOR’S NOTE

The Final Second Opinion, Not the Final Opinion

ome day archivists digging into the
Srelics of our years may come across
two sets of the journal Second Opinion.
This publication has in the last score of
years had two incarnations, two formats,
two sets of editors with me serving as con-
tinuity between them, but one mission.
Before | revisit that mission, |1
should insert a paragraph dealing with

the sad news that has reached many of

you through other Park Ridge Center
publications or through cyberspace.
This will be the last issue of this series
of Second Opinions. Laurence O'Con-
nell, the chief executive officer of the
Center, has explained that the Advo-
cate Health Care system, which has
been so generous with the Center
through two decades, is unable to sus-

tain some of the Center’s ventures. Any-
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one who follows economic trends in
health care will understand. Yet under-
standing does not lessen the shock or
the sadness for us who edit it—and, 1
hope, for you who have been reading it.
Still, we say thanks to Advocate for

what it helped sustain, just as we “roU
with the punch” as this venture ends.

Back to the mission. | was “pre-
sent at the creation” of the journal both
times, so let me reflect on what we
intended and, | hope, at least partially
achieved.

I want to say we detected a void,
but “detecting” usually involves using
fine instruments to discern subtle gaps.
No, we were aware of a chasm separat-
ing “secular” talk about health and
ethics from religious, spiritual, or faith-
inspired talk. This chasm opened on an
abyss of indifference, ignorance,
neglect, and lack of discernment con-
cerning the lives of patients and care-
givers as they cope with crisis, disease,
matters ofjustice, and ethical dilemmas,
and plan for better delivery of care.

Into that scene of health and
ethics, we inserted the word “faith,”
and our mission came to be finding
talentwho would discover ways of form-
ing that three-way link. To our modest

surprise, first-rate talent responded to

our invitations to write. Others found

MARTY: EDITOR’S NOTE

Second Opinion to be a creative outlet
and its readership one they wanted to
reach. | recall instances where | would
read articles having to do with ethics or
the understanding of suffering by rec-
ognized authorities. | would write these
authors and say something like: “It
seems to me that you are on tip-toe at
the edge of informing your writing with
an explicitly religious outlook. Would
you consider doing that here?” They
would often confess to having had an
itch to write in that vein but had felt or
been inhibited by academic conven-
tion. So they wrote for us, found a read-
ership, started conversations, and, to
our knowledge, did not suffer for having
called the convention into question.

Instead, they turned out to be in
an advance guard. What was once in the
footnotes or left behind is now up front
in much writing on these subjects. We
have found much company, some that
we stimulated and some that exempli-
fies the fact that the health-faith-ethics
nexus shows promise and attracts ener-
gies in many ways and places.

We won’'t be on the scene in the
revised Park Ridge Center. Relocated, it
will continue, with a smaller staff, to
connect the three terms and seek to
fulfill the mission. The accent, at least

at first, will be on serving the Advocate



Health Care system, which is a large,

strategic, and influential deliverer of
care, and then, through it, setting out to
reach larger publics again. “Research”
and “publication” are not as large a
part of this revised entity as they were in
the Park Ridge Center you have known
as publisher of Second Opinion.

There is no need to end on a note
of diminishment or with an announce-
ment of denouement. Conferees who
found each other and quickened each
other’s interests through the Center,
and writers who read and stimulated
each other through this journal and its
predecessor will, we trust, keep fur-
thering the cause.

Most of the work lies ahead. The
topics only grow in importance. We
have long felt that “mere” ethical talk,
impressive as it can be, often lacks the
contexts that the faith dimension pro-
vides. So we have argued that, alongside
ethics and undergirding it at its best, is
the ageless search for meaning, espe-
cially in the face of suffering or injus-
tice. 'This means that something like
theology, philosophy of religion, the
language of the believing community,
and pastoral care enhances the ethical
search and addresses more human

needs than does academic or clinical

ethics in isolation.

Getting professionals in medicine,
religion, and the academy to find com-
mon language and to see that their
worlds intersect has always been an edi-
torial challenge that we welcomed. Such
language does not come easily in the era
of necessary specialization. Yet we
believed and have found evidence that
there are circumstances and settings
wherein the common concerns produce
enough common discourse to encourage
others to carry on.

You are likely to read elsewhere
many of the authors you have come to
know from these pages. | cannot sign off
without saying that if they are to be dis-
covered, corralled, edited, and promot-
ed by the colleagues with whom it has
been my pleasure to work, you will be
well-served. You can have confidence in
what you read if members of this team
have been agents in the task of getting
good writing to you.

When you close this issue after
reading it, | hope you'U file it with other
saved copies of Second Opinion, and
will find that it stimulates some third
and fourth opinions as you set out to
discover more ways than one to talk

about “health, faith, and ethics.” =

SECOND OPINION: APRIL 2004

EDITOR'S NOTE



GENETICS anD

PASTORAL

COUNSELING

A Special Report

OVERVIEW

Introduction

| had a case where | was called to the
pediatric intensive care unit and
greeted by a dad who said, “ Our baby
of nine months died of a genetic
health problem in a Boston hospital
and 1turned my back on G-d.” And
before the child died the mother was
pregnant with twins. Now they are in
the pediatric intensive care unit
because one of the twins has the same

genetic heart defect. So the parents

BY PHILIP J. BOYLE

did not find out about the genetic
heart conditions until after the death
of the first child and she was already
pregnant. And he said to me, “ 1 went
through the death of one child with-
out G-d and 1 don’t want to go
through the death of another child
without G-d and 1don’t know how I
am going to find G-d and reconnect
with G-d, but 1am going to need a lot
of help.” 1 have dealt vdth similar
parents who reject G-d saying, “If

G-d is going to cause this much suf-

BOYLE: GENETICS AND PASTORAL COUNSELING



fering in death, then | am just going to
reject G-d.” As a chaplain you never
know what wiU turn them one way or
the other, hut it has to he addressed as
part of their healing.

—An interviewed chaplain

With the first draft of the map of
the human genome complete, forecasters
predict that during the next decade hun-
dreds of genetic tests and therapies will
be available, will be integrated into the
healthcare delivery system, and will have
a cascading effect The increase of genet-
ic diagnosis will bring with it a host of
medical and moral options, aU of which
will carry serious social and religious
implications, as the chaplain’s story illus-

trates. Today’s thousand-plus clinical

geneticists and two thousand genetic
counselors wiU barely be able to keep up
with medical aspects of genetic counsel-
ing, and they wiU probably be unable to
meet the religious and spiritual needs
evoked by the new technology. Patients,
famUies, and genetics professionals wiU
turn to pastoral counselors (a term used
here to encompass a broad range of per-
sons providing pastoral or spiritual eare
and counseling, e.g., Christian clergy,
imams, rabbis, deacons, chaplains, and
nonordained lay ministers); they wiU also
wonder whether these pastoral coun-
selors have the education and skiUs to
meet the growing need. The study dis-
cussed in this article explored the kinds
of pastoral counseling currently offered

and asked what needs to be done to

This report was prepared for the Park Ridge Center project,

Genetics and Pastoral Counselings which was funded by

the National Center for Human Genome Research of

the National Institutes of Health grant 1RO01HG02172-01.
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How might pastoral
counselors help individuals
cope with ethical and
religious issues in genetic

diagnosis?

enhance the role of pastoral counseling
in responding to genetics issues.

The goal of this project was to
identify the nature and extent of the
pastoral counselor’s role in dealing with
the range of genetics issues. Specifical-

ly, this research examined

= Whether and how pastoral coun-
selors might help individuals cope
with the ethical and rehgious issues
that arise in genetic diagnosis and
treatment

= The knowledge and skills neces-
sary for pastoral counselors to serve
effectively in genetics cases

= The institutional and professional
factors that hinder or facilitate pas-
toral counselors’ involvement in

genetics issues

The initial method for achieving

the goal was to have geneticists, genet-

ic counselors, and social workers who
work with persons with genetic condi-
tions articulate what role they thought
pastoral counselors could helpfully play.
The study was expanded to have pas-
toral counselors who work with genetics
cases articulate what they found helpful,
harmful, and unique in working with
genetics issues. With the use of nation-
al telephone focus groups, 17 in all,
more than 140 professionals (includ-
ing geneticists, genetic counselors, social
workers, and pastoral counselors) were
interviewed about the questions listed
above. Interviewees were asked to talk
about pastoral counselors, a group that
in their experience included clergy, pas-
tors, rabbis, imams, chaplains, deacons,
spiritual counselors, and nonordained
lay ministers. Consequently, this study
uses the term “pastoral counselors” in a
generic sense to designate a range of
religious professionals who serve the
religious needs of all faiths. Most inter-
viewees were unaware that the term
pastoral counselor can refer to a specif-
ic group of professionals with distinct

credentials and competencies.

FINDINGS
The range of professionals who
study the social, ethical, and religious
of the human

implications genome
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project lacks evidence about the nature
of pastoral counselors’ involvement in
genetics counseling, healthcare profes-
sionals’ expectations of pastoral coun-
selors and their roles, and the types of
obstacles and opportunities that pas-
toral counselors encounter. This study
adds qualitative evidence to fill in
these gaps in understanding, and pro-
vides baseline data for reconceptualiz-
ing policies and practices that address
relation to

pastoral counseling in

genetics.

Problems Identified
Those interviewed recounted an array of
problems and obstacles, most notably:
= Uncertainty about the identity and
nature of pastoral counseling and
who is qualified to provide the ser-
vice
= Conflicting expectations about the
level of understanding in genetics
that a pastoral counselor needs, and
variation in the level of skills and
experience deemed necessary for
practice in pastoral counseling
= Turfwars over the extent and limits
of pastoral counseling practices in
genetics-related cases
= Patterns of practice hy clinical
genetics professionals that reduce

the hkelihood of involving pastoral

Those interviewed
recounted an array of

problems and obstacles

counselors in genetics cases

e Unhelpful stereotypes in which
clinical genetics professionals are
perceived as nondirective in coun-
seling and pastoral eounselors as
always directive. Other stereotypes
frame religion as simplistic and
monolithic in its approach to ethi-
cal norms and religious responses,
and assume that religious traditions
share a single, extensive view about
how to address the religious and
spiritual issues raised by genetic

diagnoses.

Interprofessional relations that are
sometimes fueled by mistrust,
based, for example, on long-stand-
ing suspicions between science and
religion

= Institutional barriers in the form
of suboptimal hiring practices and
inadequate funding for pastoral care

services

Recommendations

Among their more salient recommen-
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Genetics professionals need
to consider their deficiencies
in understanding pastoral
counseling.

dations, the interviewees highlighted

the following:

= Healthcare institutions ought to uti-
lize only pastoral counselors who
have the professional education,
skills, and competencies recom-
mended hy professional associa-
tions involved with pastoral
counseling. Clinical genetics pro-
fessionals ought to refer only to
pastoral counselors who are known
to have the requisite qualifications.

= Pastoral counselors need to con-
sider what education and skills are
needed for dealing with genetics,
and chnical genetics professionals
need to consider their own educa-
tional deficiencies in understanding
the nature and content of pastoral
counseling and its relationship to
genetics questions.

= Professional associations of pastoral

should

whether existing credentialing pro-

counselors reexamine

cesses will adequately address the
spiritual and religious issues occa-
sioned hy the increasing number
of genetic diagnoses.

= Clinical genetics professionals
should develop a rudimentary
understanding of issues associated
with religious coping, including
a capacity to assess patients’ needs
for pastoral counseling and deter-
mine how and to whom such
patients should he referred.

Schools offering theological and
pastoral education, and national
and regional denominational orga-
nizations (e.g., dioceses), should
consider providing continuing edu-
cation programs on pastoral coun-
seling skills, and should coUahorate
with clinical genetics professional
organizations, medical schools, or
healthcare institutions to provide

education in clinical genetics.

THE STUDY

Background

In the past ten years, the use of
genetic screening and diagnostic test-
ing has grown exponentially. The com-
pletion of the Human Genome Project
(HGP) wiU, according to the Institute of
Medicine’'s Committee on Assessing

Genetic Risks' (hereinafter "the Com-
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mittee”), increase even further our abil-
ity to conduct predictive testing for
monogenic, late-onset disorders such as
Huntington’s disease, and susceptibility
testing for late-onset disorders involving
complex genetic-environmental inter-
actions, such as breast cancer. Society
can also expect more testing of embryos,
fetuses, newborns, and prospective par-
ents. As a result of the HGP, the next
decade will see testing to identify the
genetic components of disease and will
see a rapid increase in the number of
tests available to detect a growing num-
ber of illnesses. Test kits and diagnostic
products win become readily available to
the public. The Committee notes that
commercial and academic “genetic test-
ing services” will probably offer their
products without approval from the Food
and Drug Administration (FDA). “Mul-
tiplex” tests that can detect simultane-
ously the presence of numerous genetic
markers for disease, carrier status, and
susceptibility have already emerged. In
the face of this explosion of knowledge
and capacity, there has long been a
guestion whether there will be enough
trained individuals to provide educa-
tion and counseling.”™

The number of trained genetic spe-
cialists is stiU relatively small. The Direc-

tory of Board Certified Medical

The number of trained
genetie speeialists is still
relatively small

Specialists lists some 1,000 medical
geneticists in the United States.’ In addi-
tion, approximately 1,800 professional
genetic counselors practice in the Unit-
ed States, with about 145 new coun-
selors graduating each year.” Itiswidely
recognized that this number is insuffi-
cient to meet the increased demand for
genetics education and counseling that
increased numbers of genetic tests,
screens, and interventions will gener-
ate. A 1998 report shows the following
regional distribution of genetic coun-
selors in the U.S.: 7 percent are in New
England; 29 percent in the Mid-Atlantic
States; 10 percent in the Southeast; 20
percent in the Midwest; 9 percent in
the Mountain/Southwest region; and
20 percent on the West Coast’ The com-
bination of the increased availability of
genetic services, lack of genetic coun-
selors, and uneven distribution of genet-
ic counselors nationally, supports the
call for new models of counseling service
delivery.” If, for example, there will
indeed be genetic tests for an increasing

variety of monogenic and complex dis-
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eases, and for susceptibility to more
common disorders such as breast, colon,
and other cancers, who will provide the
counseling that those undergoing these
tests—and receiving the results—will
need? The Committee concludes that
these developments will require the
design of other models of service deliv-
ery beyond those that have until now
provided genetic testing and screening.
Convinced that the point of genetic ser-
vices delivery will increasingly be pri-
mary care practice, the Committee
envisions the growing involvement of
pediatrics, obstetrics, internal medicine,
and family practice in providing genet-
ic testing, screening, education, and
counseling in a variety of individual
and group practice settings.®

As the number of physicians
involved in genetic testing and screen-
ing expands, their professional inclina-
tion to advise and treat may compromise
autonomous, well-informed decision
making by patients, particularly when
the disorder being tested for has no
immediately available treatment.® To
counterbalance this tendency, a broad-
er array of counseling and educational
services, made available through less
traditional models of service delivery, is
essential to meet the needs of a wider

spectrum of the population.” As the

Genetic counseling should
respect the culture and
convictions of the client

Committee observed, “The social and
cultural meaning of class, race, ethnic-
ity, and religion all impact on genetic
testing and reproductive decision mak-
ing.
seling should respect the culture and

For these reasons, genetic coun-

convictions of the client. The involve-
ment of the client's faith community,
possibly through the presence of a pas-
toral counselor such as a Christian cler-
gy person, rabbi, imam, or nonordained
chaplain, is one way to achieve this end.

Given the revolution already under
way in the delivery of genetic services,
there are compelling reasons to consid-
er why and how pastoral counselors can
be significantly involved. As the number
of available genetic tests increases, so will
the number of those who receive the
test information and wonder about its
religious and ethical meaning.

The potential number of pastoral
counselors who could address issues
related to genetics is remarkable. The
number of ordained clergy in the
United States alone exceeds one half
million: 45,000 are Roman Catholic,"

10 BOYLE: GENETICS AND PASTORAL COUNSELING



488.000 are Protestant and Orthodox
Christian,*™ 4,600 are rabbis for the four
major branches of Judaism,*® and
approximately 980 are imams.** Hun-
dreds of clergy and other spiritual lead-
ers serve Buddhist, Hindu, Sikh, and
other immigrant religious groups,
although figures are not readily avail-
able. More important in North America,
nearly 10,000 of the professionals list-
ed above identify themselves as working
in health care as they participate in five
of the largest organizations of chap-
lains and pastoral educators: the Asso-
ciation for Clinical Pastoral Education
(approximately 1,000 members), the
Association of Professional Chaplains
(approximately 3,000 members), the
Canadian Association for Pastoral Prac-
tice and Education (approximately
1.000
tion of Catholic Chaplains (approxi-
mately 4,000 members), and the
National Association of Jewish Chap-
lains (approximately 400 members).*®
Beyond the remarkable size of this
potential work force, other factors sug-
gest why and how pastoral counselors
might be able to assist persons with
genetic conditions. First, as the number
of cases grows, more patients and health
professionals are likely to involve pas-
toral counselors. Recent research indi-

members), the National Associa-

The potential number of
pastoral counselors who
could address genetics-
related issues is remarkable

cates that pastoral eounselors are
increasingly being called upon to advise
patients and professionals in health-
related areas. Thus they have the poten-
tial to affect knowledge, attitudes, and
behavior related to health and its reli-
gious and spiritual implications.*® More-
over, a review of the literature shows
that pastoral counselors are in a strate-
gic position to offer health-related infor-
mation and counseling.*" Rabbis, priests,
imams, and ministers enjoy a natural
entree in the genetics-related context
when they eounsel couples who intend
to marry, have given birth to an impaired
child, or have a genetic illness.*® In
addition, the research shows that con-
gregants have come to expect help in
health-related problems from their eler-
gy, particularly when there has been a
prenatal diagnosis of abnormality.*
Research indicates that congregants can
benefit from and, increasingly, are look-
ing for spiritual and moral assistance to
help them apply knowledge of human

SECOND OPINION: APRIL 2004 11
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genetics and employ reproductive tech-
nologies in their own situations."

Pastoral counselors offer several
important benefits to patients and fam-
ilies who struggle with genetic diagnoses
and conditions. First, pastoral counselors
provide the opportunity and the reli-
gious resources that permit individuals
and their families to seek answers to
moral and spiritual questions raised by
genetic testing and illness. The ques-
tions vary, depending on the severity of
the genetic condition and when during
the life span it affects the patient or fam-
ily. Couples contemplating marriage and
starting families might reconsider mar-
rying if one or both of the partners carry
a lethal or debilitating gene, or one that
could be passed on to the next genera-
tion. If they marry and conceive, they
may consider prenatal diagnosis and
face questions about abortion; they may
also consider alternative means of con-
ceiving, such as in vitro fertilization. A
couple giving birth to a child afflicted
with a lethal or debilitating genetic ill-
ness might have to struggle with termi-
nation of life-sustaining treatment or
caring for adisabled infant.

Children and young adults with
genetic disabilities, some of which stem
from lethal conditions, will have to face

eclipsed futures. Couples might face

Genetic conditions afflict
patients and families across
the life span

marital problems occasioned by genet-
ics-related issues.”N Older adults with
late-onset genetic disorders will struggle
with infirmity and sometimes with end-
of-life decisions. Therefore, genetic con-
ditions will afflict patients and families
across the life span and will pose unique
moral and religious questions, depend-
ing, for example, on the time in life
when the affliction emerges, on spiritu-
al maturity, and on life circumstances
(such as being married or not). Pas-
toral counselors can help patients and
families integrate their religious world-
view with the implications of the genet-
ic condition.

Second, pastoral counselors can
support and complement the work of
genetic counselors. While both profes-
sions help patients and families cope
with grief, a pastoral counselor engages
patients and families in conversation
about the moral, religious, and spiritu-
al meaning of the grief and can help
them find support from their religious
tradition. Pastoral counseling can also
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Pastoral counseling can
integrate the patient’s
religious priorities with the
medical treatment plan

integrate the patient’'s or family’s reli-
gious priorities with the medical treat-
ment plan and thus lessen the potential
for conflict and stress. In some cases
information provided hy genetic coun-
selors for purposes of informed consent
will differ from religious information
that a pastoral counselor might offer
and a patient might want to consider.

Third, pastoral counselors help
connect individuals and their famihes to
larger faith communities that can pro-
vide support.*™ While genetic diagnoses
are made within hospitals, clinics, and
physicians’ offices, patients and families
return to local communities, where they
spend the majority of their time, to find
resources for coping and making mean-
ing. Pastoral counselors help patients
and families draw on the resources of
their local congregations and support
networks.

Fourth, as patients and families
return to their communities, pastoral

counselors associated with congrega-

tions are more available and accessible
than healthcare professionals. Pastoral
counselors can help congregants appre-
ciate how their religious faith, of what-
ever depth, can influence decisions they
might make under stress. It isimportant
not to underestimate the significance
for a person of religious faith that the
birth of a child with Down’s syndrome
or Tay-Sachs disease may have. Also, it
is important not to overlook the anxiety
of the expectant mother whose deci-
sion to undergo amniocentesis may have
created doubts in her own mind about
her fidelity to her religious beliefs. After
genetic counseling, pastoral counselors
play a positive role by supporting the
work of the genetics counselor, thereby
securing the religious well-being of con-
gregants who find themselves dealing
with genetics-related issues in their per-
sonal and family life"®

Fifth, research shows that ethical
and religious counsefing by an informed
pastoral counselor can add a dimen-
sion to the genetic counseling process
that genetic counselors and members of
the medical community alone cannot
provideN* This dimension is counseling
that moves beyond the medical discus-
sion of what happened, to a religious
and spiritual discussion of why it hap-

pened. For example, genetic counselors
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Although patients know
what has happened, they
do not know why it has
happened

explain birth defects at a chromosomal
or metabolic level. But explanations
of this sort can leave patients looking for
more because, although they know what
has happened, they do not know why it
has happened in the larger, possibly
transcendent, sense of “why.”

This sense of dissatisfaction may
not disappear when the genetic coun-
selor reassures parents that nothing they
did contributed to the genetic problem:
it was “just one of those things.” When
parents find no comfort in arandom sta-
tistical process as the explanation for the
genetic problem of their child, they fre-
quently resort to religious explanations.™

The case of a couple who lost a
child to anencephaly illustrates the crit-
ical difference. The genetic counselor,
by way of explanation, had described
the fetal development of the brain and
spinal cord, explained how the level of
alpha-fetal protein was increased in the
amniotic fluid and maternal blood, and

pointed to this process to indicate what

had caused the child’'s abnormality.
That the physiological explanation was
less than satisfying is apparent in the
comment of the mother who, when
asked subsequently what had caused
the anencephaly, replied that God had.
By allowing the death of her child, the
mother explained, God had taken care
of the mistake® Religious explana-
tions of this kind are quite common. ™M
For instance, parents who deal with a
prenatal genetic problem frequently ask
questions that imply God’s involvement
as a cause of the problem and a source
of its solution. They ask questions with
the understanding that God expects the
parents to do something, even though
what to do may not be clear at the
moment.”~®

One can explain the difference
between what genetic counselors say
and what parents say about the same
genetic anomaly as a matter of seeing
from differing perspectives and finding
different meanings in the same event.
Operating out of a seK-perceived nondi-
rective role, genetic counselors are
inclined to omit discussion of “final”
causes of genetic disorders as profes-
sionally inappropriate. In contrast,
many parents trying to live their lives in
the presence of genetic anomalies and
their implications seem compelled to

14 BOYLE: GENETICS AND PASTORAL COUNSELING



search for ultimate answers.

Parents frequently consider their
children affected by a genetic condi-
tion as tests set before them by God;
they do not view the child in the same
Ulti-

mately, genetic disorders are not, for

light as genetic counselors do.

many parents, the result of impersonal,
probabilistic forces. They are neither
arbitrary nor anonymous; rather, they
are specific problems affecting particu-
lar families, and they require particular
explanations.

From the perspective of faith,
genetic diagnoses and conditions press
patients and families at a fundamental
level to consider their role and partici-
And it is in this
context that people facing choices about

pation in creation.”v

things that earlier were assumed to
belong exclusively to God will confront
the theological and moral dilemmas
posed by genetics.®" If they are people of
faith, a fundamental question for them
may be how they should conceive and
Should they test the
fetus? Depending upon what the tests

bear children.

reveal, should they terminate the preg-
nancy? Is it still possible for people of
faith to see fetal development as a sacred
mystery, and childbirth ultimately as a
gift of God'’s creation?®'

Behind these questions lies a ten-

Parents’ questions
frequently imply God’s
involvement as a cause of
the problem and a source
of its solution

sion between seeing themselves as made
in the image of God and as merely the
sum of their genes. There is also the
tension between wanting only the best
for their children and the disposition to
accept them as they are, with whatever
abilities and disabilities they may have.®®
While genetic counselors may recog-
nize such distress and sympathize with
their patients, they may not view sym-
pathy as something to account for in
their professional capacity as coun-
selors.®®
Pastoral counselors are often
uniquely qualified to help individuals
and their families resolve these ten-
sions and answer questions of ultimate
meaning. In general, genetic coun-
selors, medical geneticists, and physi-
cians do not have the professional
training to help answer questions that
link one’s genetic decisions to one’s
religious faith. But since the desire for

abroader-than-medical context is com-
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mon among those who confront genet-
ic anomalies, it would greatly assist
them if some component of the coun-
seling process recognized and respond-
ed to that desire.

Sixth, as genetic testing becomes
more commonplace, healthcare profes-
sionals and organizations would be wise
to consider what may happen to patients
if pastoral counseling is not provided.
Will individuals who might otherwise
benefit from genetic testing stay away
from it on religious grounds? What are
the long-term psychosocial consequences
for individuals when they undergo genet-
ic testing but are denied the opportuni-
ty to engage in guided reflection with a
pastoral counselor on the religious mean-
ing of the medical intervention? While
this research did not answer these ques-
tions directly, it did provide a sense of the
dimension that pastoral counseling
brings to the care of patients and families
with genetic disease.

A Snapshot of Current Practice

If pastoral counselors are a potential
source of service in the rapidly expand-
ing genetics field, interview data from
our study and others suggest varied
expeetations and practices on the part of
pastoral counselors and of clinicians
who might refer patients to them. A

snapshot that the 140 interviewees pro-
vided of their activities depicts no uni-
form practice or expectation regarding
the nature and extent of pastoral coun-
seling services in genetics. Wide vari-
ability exists in how pastoral counselors
become involved and how they subse-
guendy participate.

How pastoral counselors become

involved

Pastoral counselors’ opportunities
to participate in genetics-related cases
arise in four ways: they are expected to
participate as staff members of health-
care institutions; they are invited by
healthcare professionals; they proac-
tively intervene with the patient and/or
family; or they are sought out by the
patient or family. When they are mem-
bers of an institution’s staff, pastoral
counselors experience the fewest barri-
ers, since in institutions that employ
them there are standing expectations
that patients will receive spiritual and
religious care. Nevertheless, while an
institution may employ a pastoral coun-
selor, there is no guarantee that the
clinical staff wiU recognize a patient’s or
family’s need for pastoral counseling in
genetics-related situations. Some inter-
viewees reported that pastoral care was

included as a participating discipline
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during daily rounds within teaching
hospitals. Some hospitals with large
pastoral care staffs expect that chap-
lains will visit all inpatients, a fact that
makes it more likely that inpatients suf-
fering from a genetic condition will
receive pastoral care.

However, the inpatient focus of
pastoral care, which is normally short
term, reduces the likelihood of contact
with outpatients who are seen in clinics
or in physicians’ offices. Patients with
chronic genetic conditions treated in
outpatient settings will likely have little
contact with pastoral counselors.
Patients and families who receive genet-
ic testing as part of prenatal testing will
rarely have access to the institution’s
chaplains.

A consensus paper issued by five
leading professional groups of pastoral
counselors suggests that there is a
greater likelihood that patients with
genetics-related conditions will rely on
healthcare institutions’ pastoral coun-
selors than on other religious leaders

who might provide counseling:

Many religiously active persons do
not nodfy their local clergy of their
Additionally,

many patients do not have a religious

hospitalization . . ..

community to which they can look

Patients who receive
prenatal genetic testing
rarely have access to the
institution’s chaplains

in healthcare crises. In one study,
only 42 percent of hospital patients
could identify a spiritual counselor
to whom they could turn, and many of
them had not talked to their religious
leader about their situation .... For
others, attention from their spiritual
counselor is limited by being in a hos-
pital far from home . . ., by patient
concerns about privacy or conhden-
tiality, or [by] a fear that their own
religious leader would not understand

or be supportive./N*

A less common but extremely
effective means of a pastoral eounselor’s
entry into genetics-related cases is
through elinieal geneties professionals
who refer patients and families to pas-
toral counselors, either as a standing
praetiee or on an as-needed basis. A
few of the interviewed genetieists, genet-
ie counselors, and soeial workers made
it a praetiee to inquire about patients’

religious involvement and, if the patients
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expressed interest, to refer them to pas-
toral counselors. Clinical genetics pro-
fessionals normally refer to pastoral
counselors within the healthcare insti-
tution whom they know personally or
who have a reputation for competent
pastoral care. If the clinical genetics
professional does not know the pastoral
counselor, he or she utilizes different
strategies. Chnicians ask patients if they
have a good relationship with their con-
gregational pastoral care person and
then refer to that person. Alternatively,
they contact clinical colleagues for refer-
rals to pastoral care people who have
experience in dealing with genetics
issues. Sometimes they tell a patient of
their willingness to speak directly to a
pastoral care professional, if the patient
gives permission. In sum, availability
and positive prior experience of pas-
toral counselors increases the proha-
hility that clinicians will refer.

OrUy in afew cases did interviewees
report that pastoral counselors proac-
tively inserted themselves into a situa-
tion when the patient had a genetic
condition. This practice was most evi-
dent with pastoral counselors who pro-
vided education. For example, some
eongregational pastoral counselors edu-
cate congregants about genetics issues,

especially genetic testing. In some reli-

gious communities, for example, among
Orthodox Jews in New York and in areas
with a high concentration of Muslims,
religious leaders commonly address
genetics-related religious issues. In
some cases pastoral counselors help
couples respond to prenatal diagnoses of
genetic abnormahties or assist in arrang-
ing marriages. Interviewees noted that in
these same communities, some patients
and families seek pastoral support from
local pastoral counselors while consid-
ering genetic testing or after receiving a
genetic diagnosis. One respondent, who
identified himself as a rabbi, recounted
that Jewish women with breast cancer
who wanted mastectomies frequently
involved the rabbi because under Jew-
ish law self-mutilation is forbidden
unless it can save alife. Several pastoral
care respondents noted that the most
frequent psychological reason they are
sought out by patients is the issue of
guilt, especially before or after the ter-
mination of pregnancy. However pas-
toral counselors become involved in
genetics cases, interviewees perceived
that pastoral counselors are most
involved with genetic issues at the
beginning and end of life. Problem
pregnancies are laden with religious
and ethical value conflicts, especially if

abortion is a possibility.
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Pastoral counselors are
most involved with genetic
issues at the beginning and
end of life

pastoral counselors do not
participate
Interviewees were clear about why
pastoral counselors do not participate in
genetics-related cases. A significant num-
ber of genetics professionals reported
negative experiences with pastoral coun-
selors, particularly pastoral care profes-
sionals who were judgmental or who
undermined the genetic professional’s
counsel. Some cited these experiences to
explain their reluetance to mention pas-
toral counseling as an option. They
believed that they were “protecting” their
clients from further suffering that “ hard-

line” clergy might impose.

Other Studies

The current study was supported by two
earlier studies (a study of clergy in Indi-
ana and a study of rabbis) that provided
snapshots of pastoral counselors’ knowl-
edge and practice in relation to genetics.
This research makes it clear that the

majority of clergy have not been pre-

pared to assist congregants with their
genetics-related problems. In the study
of Indiana clergy, 77 percent of the
responding clergy indicated that they
spent up to 5 percent of their counsel-
ing time dealing with problems related
to genetics. None of the respondents
claimed to spend more than 20 percent
of their counseling time on genetics-
related matters. According to the
authors, these findings have at least
three possible causes: 1) neither clergy
nor their congregants recognize the
genetic component of many physical
and mental conditions; 2) congregants
fail to recognize underlying moral/eth-
ical issues in genetics, which they per-
ceive as largely medical and for which,
as a result, they look to physicians for
counseling; 3) congregants do not view
their clergy as having professional train-
ing to deal with problems in human
genetics. The study also found that 83
percent of the respondents indicated
that they had not offered their congre-
gations educational programs on the
moral dimensions of making decisions
related to genetic disorders. These fig-
ures are understandable in light of a
central finding of this study, namely,
that 68 percent of the respondents had
no formal education in genetics, genet-

ic disorders, or reproductive technolo-
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The majority of clergy
have not been prepared
to assist congregants
with genetics-related
problems

gies. Of the 32 percent who had some
formal education in these areas, only
one in three had received it through a
college-level course. Moreover, 73 per-
cent of respondents indicated that they
had not had any formal education in
making ethical decisions relative to
problems in human genetics and repro-
ductive technologies.”

In addition to this lack of genetics
education, the study found that 44 per-
cent of respondents were unsure
whether their denomination had issued
a formal statement on human genetics
and reproductive technologies; 30 per-
cent indicated that their denomination
had not issued such a statement, while
24 percent were certain their denomi-
nation had done so. Finally, only 8 per-
cent of respondents claimed to know
the location of centers in their state that
provided counseling and diagnostic ser-

vices in human genetics.

In summarizing the findings of
their 1993 study of the involvement of
rabbis in genetic counseling and refer-
ral, Steiner-Grossman and David
reported that 56 percent of respondents
indicated they discussed health issues as
aroutine part of premarital counseling.
In addition, 22.3 percent indicated they
had counseled a couple after prenatal
diagnosis of an abnormal fetus. The
study found that Orthodox rabbis were
more likely to distribute pertinent liter-
ature to their congregants, and more
likely than rabbis from the other
branches of Judaism to have contacted
medical personnel in these circum-
stances. Orthodox rabbis also reported
more involvement in assisting families
after the birth of a child with a heredi-
tary condition or birth defect. At the
same time, 90.9 percent of respondents
from all branches indicated they would
refer families in this situation for genet-
ic counseling. Ninety-four (53.7%) of
the 181 respondent rabbis indicated
they discussed Tay-Sachs carrier testing
These rabbis
tended to be Reform, to be younger,

with their congregants.

and to be more recently ordained.
Reform rabbis also demonstrated sig-
nificantly more knowledge than Ortho-
dox or Conservative rabbis about Jewish

genetic diseases.
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While nearly 90 percent of respon-
dents considered counseling on genetic
issues to be part of their rabbinical role,
most rabbis, including those who actu-
ally provided counsel, considered them-
selves poorly trained for it. For example,
89.1 percent of respondents indicated
that they had never taken a course or
attended aworkshop or lecture on Jew-
Of the 19 rabbis
who had taken a course, only 2 had
The
remainder indicated they had gained

ish genetic diseases.

taken it in rabbinical school.
exposure to this information at rab-
binical meetings, lectures, or workshops
at medical sites. In contrast, when asked
what ought to be done in this area,
almost 90 percent of respondents indi-
cated that counseling about Jewish
genetic diseases should be part of their
role, and more than 90 percent called
for educational programs on these dis-
eases as part of rabbinical training.
Large majorities from each of the
branches recommended programs and
courses on Jewish genetic diseases in
rabbinical school. This recommenda-
tion was accompanied by a consistent
request for assistance in improving then-
counseling skills and building their
referral networks.

The studies of Indiana clergy and

of rabbis provide a snapshot of practice

The picture of pastoral
counselors’ involvement in
genetics suggests a variety

of practice

that may not be representative of all
pastoral counselors. The picture of pas-
toral counselors’ involvement in genet-
ics provided by the current study’s
interviewees suggests awider variety of
practice, depending on geographic loca-
tion, availability of a pastoral counselor,

and familiarity with the counselor.

M ethod

The project on Genetics and Pas-
toral Counseling conducted a total of 17
computer-assisted telephone focus
groups with clinical genetics profes-
sionals (clinical geneticists, genetic
counselors, and social workers), with
pastoral counselors who have case expe-
rience with genetic disorders, and with
professionals who have expertise in both
religious counseling and clinical genet-

ics (“bridge” participants).”®
Focus Groups

Focus groups are a cost-effective way to

obtain clear, rich, in-depth qualitative
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information when one does not know
the issues or perspectives of certain
populations, such as target audiences,
stakeholders, decision makers, end
users, intermediaries, and those who
produce or provide products or ser-
vices.”N Studies use focus groups as a
source of expert input for planning and
improving products, services, research
instruments, organizational procedures
and practices, interventions, educa-
tional programs, and other communi-
cations. Focus groups explore what
people think about and how they think
about it* In view of the inherently
exploratory nature of research that
seeks to identify roles and competencies
in an emerging field for which there is
a paucity of existing research, focus
groups are the most appropriate
research method for such studies.
Focus groups allow guided dis-
cussions among a small group (6-12
participants), with the interviewer serv-
ing as a “moderator.” Participants are
the experts on the topic, since the topic
is what they think, feel, or do. A dis-
cussion guide (i.e., a checklist of topics
to be covered in an expected order) is
used to direct the discussion. The mod-
erator guides conversation gently
through each topic until it appears to

have become unproductive, and returns

to it later if it emerges in a different con-
text. This flexibility allows the moder-
ator to probe and clarify implied or
unclear meanings and context. It allows
participants to raise important issues
and consider nuances that researchers
do not foresee. Relatively homoge-
neous groups of participants stimulate,
support, and build on each other’s ideas
about the topic and clarify areas of dis-
agreement. They discuss the topic in
their own framework and terms. As
they become more sensitized to the
topic and to each other, participants
may take the discussion beyond the
rhetorical or the habitual. They “open
up” and may reveal important materi-
al that would not have emerged in
direct questioning—but may emerge in
natural settings. Similarly, as
researchers learn about new issues, they
can quickly introduce them into subse-
guent focus groups for further explo-
ration.

For all of these reasons—group
interaction, spontaneity and openness,
descriptive depth, qualitative data,
opportunity for unanticipated issues to
emerge, and flexibility—focus groups
seemed well-suited to exploring possi-
ble roles of clergy in ethical/religious

counseling related to genetic disorders.
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Computer Assisted Telephone (CAT)
Focus Groups"™
Telephone focus groups have been in
use for over 30 years, and have heen
enhanced by computer technology
invented in the past decade. Organiza-
tions are finding this technology increas-
ingly valuable for reaching people aU
over the U.S. Extending beyond the
usual less-than-a-handful of major mar-
kets, it allows many locations and kinds
of participants to be represented when
they would not otherwise be consid-
ered. It is especially useful when par-
ticipants are geographically dispersed,
relatively few in number, reluctant or
unable to travel to a central facihty, or in
need of anonymity.™ For this project,
the CAT method made it feasible to
include members of relatively small
groups of busy, hard-to-access profes-
sionals and specialists of different reli-
gious backgrounds who were dispersed
across the United States and Canada.
People can participate in CAT
focus groups from the comfort of their
homes or other private places where
they have access to a phone. This fea-
ture permits equal ease of access across
locations. Participants may also be more
candid than in face-to-face groups
because there is less opportunity for
facial “intimidation” : all are equal on the

phone. Telephone focus groups also
make it easier for professionals to have
ready access to information and materi-
als they consider relevant to the topic,
and thus for interviews to yield greater
depth and detail.

In these focus groups, everyone
can hear everyone else clearly. Inter-
action starts quickly and is often more
natural and intense than in face-to-face
groups. The fact that participants can-
not see each other is not unusual or
problematie. People use the phone to
communicate all the time. Participants
use complete sentences and auditory
cues, such as “uh-huh,” to substitute
for nonverbal head nods. They are
encouraged to chorus their agreement or
disagreement. Pauses become more
obvious and meaningful. Many other
auditory cues supplement the conversa-
tion, as when participants use their name
each time they speak. Mutual invisibil-
ity also permits more creative and
diverse group composition, and permits
mixing people from different specialties
or professions (who might comprise ade
facto health care “team”).

The computer technology provides
several unique advantages. By looking at
a computer screen, the moderator can
Research

identify who is talking.

observers can call in from anywhere to
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listen without being heard, and can pass
notes to the moderator by using their
telephone touch pad to contact a tech-
nical assistant; the notes appear on the
moderator's computer screen without
interrupting the group.

Compared with face-to-face focus
groups, CAT focus groups are more rep-
resentative, easier to recruit, and more
quickly arranged. They eliminate the
costs, time, and inconvenience of travel
for client observers as well as for focus
group participants. They permit involve-
ment by a broader variety of clients (in
this case the research team observers) as

well as participants.

Participants

In this study, researchers conducted
focus groups with several categories of
professionals who work with patients
and their families to address the medi-
cal and psychosocial issues surrounding
genetics problems, testing, and treat-
ment: genetic counselors, physicians
(medical geneticists and other specialists
who treat patients with chronic diseases
of genetic origin), social workers who
coordinate social services with persons
who have genetic conditions, and pas-
toral counselors (typically hospital
chaplains) who have experience in

counseling when genetic disorders are

involved. These four professional cate-
gories included those most hkely to pro-
vide counseling to persons with genetic
conditions, and they represented three
different professional orientations: psy-
chological, medical, and religious. Focus
groups with professionals who had
expertise in both religion and genetic
counseling (“bridge” participants) were
also conducted.

Specifically, the focus groups included:

= 2 groups of bridge participants

= 3 groups of pastors/chaplains

= 3 groups of clinical geneticists

= 2 groups of chronic care physicians
who treat genetic conditions

= 3 groups of genetic counselors

= 3 groups of social workers

= 1group of mixed professionals (i.e.,
clinical geneticists, genetic coun-
selors, social workers, and pastoral

counselors)

Names of prospective participants
to be invited were draAvn from national
direetories of their respeetive profes-
sions, electronic maihng list announce-
ments in professional organizations, web
sites for specific genetic disease clinics,
and (for the bridge groups) hsts that sur-
faced in networking among members of

the research team and Advisory Board.
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Prospective participants were con-
tacted by telephone by a professional
recruitment service that specializes in
recruiting hard-to-get participants for
teleconferences, focus groups, and indi-
vidual interviews for quabtative research.
Recruiters screened prospective partici-
pants with a brief closed-end question-
naire about their demographics and
practice, and offered qualified prospects
asummary of the research and $125 for
themselves or as a contribution to a char-
ity of their choice. Participants agreed to
share their views on ethical/religious
counseling with patients and families
about genetics-related disorders in a
90-minute teleconference discussion
with other professionals like themselves
across the nation. Participants who
agreed to be in a focus group session
were scheduled according to their avail-
ability and their demographic charac-
teristics (to assure that at least two
minority groups and both genders, as
well as a diversity of faiths among chap-
lains, were represented).

Participants who agreed to join a
focus group were apprised beforehand,
in writing, of topics to be covered. The
advance notice provided them an oppor-
tunity to review documents and to for-
mulate initial thoughts about the topics.

Tliey also were offered the opportunity to

Participants shared their
views on ethical/religious
eounseling about geneties-

related disorders

review, correct, and amend a summary of
their focus group session. This process
helped to maximize the accuracy, com-
pleteness, and relevance of the research.

To the extent possible, each focus
group was screened and selected to
assure geographic, ethnic, and religious
diversity. The focus group leader and
research observers interviewed 145-150
participants. They came from 37 states in
the continental U.S. and 2 provinces in
Canada. They included representatives
of avariety of Christian denominations
(mainstream, traditional, fundamentalist,
and evangelical Protestants; Catholics;
and Seventh-day Adventists) as well as
representatives of minority religions
(Jewish, Muslim, Hindu, Mormon, Uni-
tarian/Universalist, and Yaqui Indian).
Atheists, agnostics, and those who said
they were “spiritual” or “searching”
were also included. Participants served
a variety of religious populations,
including 6 mentioned by name (Amish,

Hasidic Jews, Mennonites, Muslims,
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Mormons, and Ashkenazi Jews), and
they served 26 named ethnic, national,
or cultural populations (including
African, African American, Arah/Middle
Eastern, Asian, Caucasian, Pacific
Islander, European, Carihhean Islander,
Hispanic, Native Alaskan, and Native
American populations).

It is important to note that the
resulting sample is small, and is not
Rather, it

serves a specific purpose: it provides

intended for statistical use.

rich qualitative data about what a diverse
set of relevant healthcare professionals
think about current and possible roles
for pastoral counselors in the area of
ethical and religious counseling about
genetics—and how they think about the

issues involved.

Discussion Topics

Each focus group covered a series of
topics intended to answer the research
guestions. These topics included: cur-
rent and expected (or ideal) roles of
various pastoral counselors, such as
congregational clergy, rabbis, imams,
and hospital chaplains; pastoral coun-
selors’ actual and expected literacy in
genetics; barriers to pastoral counselors’
participation (e.g., professional barriers
rooted in alternative professional values
and beliefs, or in turf issues; institu-

tional barriers ranging from hospital
policy about genetics counseling and
treatment to practices such as the failme
to include pastoral counselors as regu-
lar members of a clinical care team);
referral practices of clinicians and pas-
toral counselors; and frequency and
range of genetics cases. The specific
topics for the focus groups were devel-
oped in consultation with the project’s

Advisory Board.

Analysis ofData

All focus group sessions were audio-
taped, observed by investigators and
members of the Advisory Board, and
transcribed (with participants’ informed
consent). Immediately after each group,
the moderator (George Balch) and
observers debriefed on the telephone to
review what had been said, what it
meant, and what, if anything, might be
changed for future focus group sessions.
Such changes included adding new top-
ics, dropping unproductive topics,
redefining current topics, and chang-
ing the order of topics.

The research team prepared writ-
ten summaries of focus group sessions.
After each round of six focus groups, the
research team analyzed and summa-
rized the transcript data and debriefing

discussions (which were also audio-
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taped and transcribed) to identify pat-
terns in the response of genetics pro-
fessionals to questions about the role of
pastoral counselors; the level of genet-
ics literacy necessary for pastoral coun-
selors to counsel competently;
rationales for supporting or opposing
the participation of pastoral counselors
from congregations and/or hospitals in
genetics-related counseling; and actual
practices regarding the provision of eth-
ical and religious counseling to patients
and their families.

The research team and the Advi-
sory Board convened by teleconference
twice to review summaries of focus
group sessions, as well as to suggest
revisions in the data collection proce-
dures for the next round. After com-
pletion of the final round of focus
groups, the research team prepared a
draft report based on thematic analysis
of all of the transcripts. Members of the
Advisory Board were asked to submit
their suggestions for revision and ampli-
fication. They also discussed strategies
for disseminating the final report and

recommendations.

STUDY RESULTS AND RECOMMEN-
DATIONS
Barriers

Perceived barriers to effective use

of pastoral counselors can be grouped
into two broad categories: first, barriers
relating to the nature and practice of
pastoral counseling, and to the attitudes
of various professionals toward pastoral
counselors and their practice; and, sec-
ond, institutional and systemic barri-
ers. Barriers for professionals constitute
the larger category and are related to
knowledge, skills, practice patterns, pro-
fessional self-understanding, interpro-
fessional relations (such as professional
turf issues), and professional ideologies
and biases.

fPTio Is a Pastoral Counselor?

The most obvious barrier to increased
use of pastoral counselors is confusion in
identifying them. No uniform under-
standing of who is a pastoral counselor
exists among the general population or
among most of the professionals inter-
viewed. Most interviewees thought pas-
toral counselors to be chaplains, clergy,
pastors, rabbis, imams, spiritual coun-
selors, and religiously educated lay
professionals (sometimes called lay min-
isters) who work in the name of denom-
inations, congregations, and temples. Not
smprisingly, seldom did interviewees dis-
tinguish ordained from nonordained pas-
toral counselors, differentiate pastoral

counselors who work in congregations
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The most obvious barrier
to increased use of pastoral
counselors is confusion in

identifying them

from those who work in health care and
other settings, or discriminate among
pastoral counselors according to the
amount or kind of theological and pas-
toral education they have. Only a few of
those interviewed identified “pastoral
counselors” not as ageneric designation
but as a distinct profession with its own
credentials and competencies.

The effect of stereotyping pastoral
counselors as a homogeneous group is
predictable. Patients’ and healthcare
professionals’ positive and negative per-
ceptions of pastoral counselors in one
setting, such as a congregation, often
color the perception they have in anoth-
er, such as health care. A remarkable
number of interviewed healthcare pro-
fessionals based their negative percep-
tions of pastoral counselors who
addressed genetics-related concerns on
one unhappy episode, such as an expe-
rience with a clergy person who mis-
handled a situation involving genetics.

Consequently, clinical genetics profes-

sionals applied this perception to the
entire class of pastoral counselors.

The inabihty to distinguish among
the different kinds of pastoral coun-
selors can function as another barrier. It
is as significant a misconception as a
failure to distinguish geneticists working
with childhood illnesses from those
addressing adult neurological diseases.
Those who can be categorized as pas-
toral counselors range from those who
have had seminary training in the doc-
trine of areligious tradition, yet litde or
no pastoral training, to those who have
a master's level education in religion
and have spent significant training hours
in clinical pastoral education. Again,
for the purposes of this study, the des-
ignation “pastoral counselor” refers to
aU those listed above as pastoral coun-
selors, broadly construed. However, in
the recommendations below, note that
certain subcategories of pastoral coun-
selors with specific education, skills,
and certification are deemed to be bet-

ter prepared to address genetics issues.

Knowledge and Skills

Those interviewed consistently identified
the genetics knowledge base of pastoral
counselors as a major stumbling block.
Clinical genetics professionals discount

those without an understanding of genet-
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ics. While there was no agreement about
the extent of genetics knowledge that
pastoral counselors need, interviewees
reached broad agreement that the lack of
a rudimentary understanding of inheri-
tance patterns, prognosis, and social con-
sequences of genetic diagnoses was an
obstacle to pastoral counselors’ partici-
pation. Of particular concern was misin-
formation that some pastoral counselors
had given to patients and families. In
one case, for example, misunderstanding
the prognosis prompted the pastoral
counselor to advise termination of life-
sustaining treatment of an impaired new-
born whom geneticists judged to have a
good prognosis for survival.

Most pastoral counselors are not
adequately prepared by their training to
deal with the technical issues raised by
genetics. A large portion of their train-
ing focuses on the theological doctrine
of their tradition, and specialization
usually concentrates on those skills
needed for teaching, preaching, and
other aspects of ministry. Very little the-
ological education is devoted to science,
and specifically to genetics, except in
courses about healthcare ethics. Of
those who specialize in pastoral min-
istry, most undertake extensive prepa-
ration in clinical programs such as

clinical pastoral education; however.

Clinical genetics professionals
discount those without an

understanding of geneties

even those programs that are situated in
a healthcare setting do not provide suf-
ficient exposure to the science of genet-
ics. Pastoral counselors’ ignorance of
clinical genetics can lead to feelings of
inadequacy in addressing any aspect of
genetics, even though they may be famil-
iar with the religious and spiritual issues
associated with other, non-genetic caus-
es of illness and death, issues which
genetic conditions might also raise. The
complexity of the science can obscure
the vision of pastoral counselors and
prevent them from recognizing that they
have valuable professional services to
offer. Several informants noted that pas-
toral counselors are unaware they can
assist, and so need to be informed about
the contribution they can make.
Clinical genetics professionals
interviewed believed that pastoral coun-
selors are unaware of psychosocial issues
that patients and families face in dealing
with genetic diagnoses or conditions.
Interviewees’ perception, accurate or
not, was that congregational clergy are so

involved in administering organizations
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Bad experiences with one
pastoral counselor often
established the stereotype

for everyone else

that they might not have encountered
the problems that genetics concerns
pose for congregants. The absence of
particular knowledge was thought to be
one of the reasons pastoral counselors
did not integrate this information into
their preaching, teaching, or counsel-
ing on health- and faith-related issues.
Also, some moral options that genetic
knowledge presents are controversial in
particular faith communities; thus some
pastoral counselors fear to discuss them.

A significant number of those
interviewed identified inadequate pas-
toral knowledge and skills on the partof
pastoral counselors as the greatest obsta-
cle to participation. “I'm afraid they
[pastoral counselors] are going to do
more harm than good” was a common
refrain. Most focus groups surfaced sev-
eral horror stories in which the genetics
professional had directly experienced a
pastoral counselor who, for lack of pas-
toral knowledge or competence, had sig-

nificantly harmed the patient, family, or

both. Those interviewed also believed
that pastoral counselors did not ade-
guately understand counseling tech-
niques, which the healthcare workers
assumed should always be nondirective.
Not surprisingly, bad experiences with
one pastoral counselor often established
the stereotype for everyone else.
Clinical genetics professionals
guestioned whether some pastoral coun-
selors understood the nuances of their
religious tradition sufficiently to pro-
vide patients, families, and healthcare
providers with options that were con-
sistent with the patient’s religious tra-
dition. Pastoral counselors who had
provided misinformation about a reli-
gious tradition created a need for addi-
tional resources to reeducate the patient
Genetics professionals’ level of
knowledge of religious issues was also a
barrier. Subtle differences within or
between rehgious groups complicated
referrals, because clinical genetics pro-
fessionals did not feel they understood
the differences among religious per-
spectives or recognized whether the dif-
ferences would help or hinder treatment
Several respondents suggested that the
healthcare team does not know enough
about how religious or spiritual com-
munities look at the genetics issues. As
one interviewee stated, “ Medical training
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does not focus enough on spirituality
and ethics; doctors are used to thinking
in scientific method.”

Those interviewed also noted that
the limited skill base of pastoral coun-
selors was an impediment. This lack of
skill might cause them to “botch the
job,” as one interviewee put it Almost all
focus groups listed a range of worst prac-
tices that should, in their view, never be
employed in counseling. These include
being too directive or eondemning, and
then ostracizing patients and families
who acted contrary to the pastoral coun-
selor’s recommendations.

Finally, one interviewed religious
professional noted that even if pastoral
counselors were more willing to study
and understand the psychological,
social, and religious ramifications of
genetics, a significant barrier would
remain: it is hard to get busy pastoral
counselors to attend seminars for edu-

cation on genetics.

Practice Patterns

The practice patterns of healthcare
professionals also pose a hurdle. One
problem is timing. Clinical genetics pro-
fessionals acknowledge that they make
most referrals when patients or families
are in crisis. Absent a crisis, even though

a genetic condition might raise religious

Lack of skill might cause
pastoral counselors to
“boteh the job”

and spiritual issues for the patient, refer-
rals to pastoral counselors for these
issues are not routine. As a result, some
respondents observed that pastoral
counselors are brought in too late—when,
for instance, the patient is already hos-
pitalized. Some interviewed considered
another problem to be the intrusiveness
of inquiring into a patient’s religious
background. This hesitancy created a
pattern of avoiding religious issues.
Another obstacle is the nature of the
clinical setting where genetic diagnosis
and treatment first occur. Geneticists
indicated that referrals to pastoral coun-
selors from the physician’s office (for
example, after genetie diagnosis and
counseling) are more the exception than
the rule, and are generally made only at
the request of the patient. Still another
obstacle, previously mentioned, is that
clinical genetics professionals are reluc-
tant to refer to unknowns. If they are
unsure of a pastoral counselor’s training,
they don’'t know what they are getting and
are therefore more likely to be protective.

Finally, some clinicians reported that
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Where there was teamwork,
geneties professionals made

more referrals

referrals were problematic because there
was a lack of teamwork. In situations
where there was teamwork and pastoral
counselors were available, clinical genet-

ics professionals made more referrals.

Interprofessional Relations

Interprofessional relations, or the lack
thereof, are another hindrance. One
interviewee stated that professional loca-
tion is an obstacle, that is, some genetic
counselors have litde or no contact with
pastoral counselors, and the same is tme
for pastoral counselors’ contact with
clinicians working in genetics. More crit-
ical is the issue of professional turf, viz.,
what issues should and should not be
addressed by pastoral counselors. For
example, one informant contended that
pastoral counselors should not be
involved in providing any diagnostic or
medical information to patients or fam-
ilies. Professional turf issues were also
raised when the clinicians felt that they
needed to protect a patient from a pas-
toral counselor who might contradict

the clinician or be directive in a way

that the clinician could not accept.
Ideologies and Biases

Healthcare professionals’ ideologies and
biases are formidable obstaeles. As
observed by afew focus group members,
and confirmed in the literature, many
clinicians are unaware of their own
value assumptions. For example, in the
drive to be nondirective, geneticists and
genetic counselors list options for
patients without recognizing that these
have religious implications. During
interaction among the geneticists and
genetic counselors in focus groups, a few
self-conscious clinicians observed that
as much as clinicians intended to be
nondirective, they were very directive in
making sure that patients did not go to
pastoral counselors who clinicians
thought were directive.

A few participants stated that they
never had made and would not consid-
er referrals to pastoral counseling. It
was not their “place as scientists to pro-
mote religion.” Less subtle were geneti-
cists who were wary about the benefit of
religious resources. Some geneticists’
bias against religion was tempered in the
focus groups, perhaps because the over-
all premise of the research was to find
ways to better integrate pastoral coun-
seling into the new genetics.

Genetics professionals and pas-
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Many clinicians are
unaware of their own

value assumptions

toral counselors noted that a barrier to
involvement for some pastoral coun-
selors includes some religious profes-
sionals’ distrust of science. From certain
religious perspectives, genetic science
seems to undermine or contradict reli-
gious doctrine. Acceptance of the genet-
ic inheritance of all life, for example,
supports evolution, and thereby con-
tradicts some interpretations of Abra-
hamic religions’ view of creation. Also,
behavioral genetic theories that are
believed by some to foster moral deter-
minism and diminish free will, add to
the suspicion. Finally, as one informant
noted, some pastoral counselors from
the Catholie and Evangelical traditions
paint genetic counselors as profession-
als who will recommend only morally
problematic options (such as abortion)
that may be proscribed by a religious

tradition.

Barriers Created by System/Institution
Some interviewees noted that there is a
lack of capacity in the system because

too few individuals have an under-

standing of both genetics and pastoral
counseling. This dearth of professonals
with dual expertise in genetics and pas-
toral issues is an obstacle to referrals,
cooperative work, and the translation
and communication of meaning between
the medical and the religious/spiritual
realms. Some clinical genetics profes-
sionals admitted that they were unsure
what the religious issues related to genet-
ic diagnosis look like. They added that
if it was important for healthcare insti-
tutions to have these issues addressed,
the institutions would have to look for
ways to bridge this translation problem.

Institutional priorities that are
shaped by limited resources pose a bar-
rier to adequate funding for pastoral
counselors who could address the reli-
gious needs of patients and families
with genetic diagnoses. With constant
pressure to reduce the cost of delivering
health care, healthcare institutions are
reexamining pastoral care budgets,
reducing funding, and in some cases
“outsourcing” responsibilities to volun-
teers from local congregations. One
interviewee noted that while a clinical
genetics professional might follow a
patient and family through an entire
chronic illness or long-term need for
hospitalization, an equivalent continu-

ity of pastoral care is unlikely.
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Too few professionals have
an understanding of both
genetics and pastoral

counseling

A few interviewees with back-
grounds in religion noted a dual barri-
er created when inadequate training in
pastoral counseling receives de facto
support from institutional hiring prac-
tices. For budgetary reasons, persons
may be allowed to function as pastoral
counselors in health care even though
they have insufficient theological and
pastoral education. In many areas, short-
ages of elergy have resulted in the del-
egation of their role to lay chaplains
who have minimal training in theology,
pastoral care, or healthcare ethics. Over
the past decade graduate theological
education has been compressed into
two-year programs, and many shorter
certificate programs have emerged. The
result has been an increased number of
lay ministers who have minimal knowl-
edge and skills in pastoral counseling.
While there has been a significant
movement in healthcare institutions to
require adequate preparation in pas-
toral counseling, there remain a signif-

icant number of institutions that, for
various reasons, will allow less well-
prepared pastoral counselors to serve

despite inadequate preparation.

Solutions

The potential volume of pastoral
counselors, the paucity of genetic
counselors, and the positive features
that pastoral counselors bring to per-
sons with genetic conditions all argue
for better integrating pastoral coun-
selors into the provision of genetic ser-
vices. Yet any attempt to do so will
require addressing knowledge, skills,
and best practices for all the parties
involved: pastoral counselors, geneti-
cists, genetic counselors, social work-
ers, and institutions that train and sus-
tain them. The solutions offered below
emerge both from the interviews and
from scholarly literature. While many
of the proposed solutions respond to
the obstacles described above, they
also address issues that did not arise in
the focus groups but were acknowl-
edged in other venues as problems.

Knowledge of Genetics

The amount and kind of genetics knowl-
edge needed by pastoral counselors was
a significant thread in conversations

with interviewees. Informants did not

34 BOYLE: GENETICS AND PASTORAL COUNSELING



agree on how much genetics pastoral
counselors should know. Opinions
ranged from a recommendation to skip
genetics entirely, to a proposal that all
theological education have required
courses in genetics and certification of
pastoral counseling competency in
genetics. Despite the range, most agreed
that genetic misinformation is danger-
ous. Clinical genetics professionals dis-
count input from pastoral care when it
demonstrates ignorance about the com-
plexities of genetic science. Yet, as one
geneticist noted, “in the healthcare
world where [even] the family physician
is not as versed in the advances of genet-
ic science, it is unrealistic to expect
extensive knowledge on the part of the
pastoral counselor.”

Most interviewees agreed that
pastoral counselors need at least rudi-
mentary genetic knowledge, such as
knowledge of basic patterns of inheri-
tance. Misunderstanding about the prob-
ability of inheriting a genetic condition
can lead to inappropriate pastoral coun-
seling. One interviewee told of a pastor
counseling a couple whose child had
died of thanatophoric dysplasia, a lethal
form of dwarfism. The couple had no
prior history of this condition in their
family; it had arisen as a copy disorder of
genes between generations. The genetic

Informants did not
agree on how much
genetics pastoral

counselors should know

condition was thus an isolated event,
and quite unlikely to occur in future
children. Without adequate information,
the local pastoral counselor informed
the couple that it was a sin to have
another child and pass on a horrible
disease.

Knowledge of recurrence risks
could have helped the pastoral coun-
selor function competently. The local
pastor needed to Itnow that even if the
genetic disorder followed an autosomal-
dominant pattern of inheritance, in
which ordy one copy of the gene is need-
ed to pass the disorder from parent to
child, there is only a 50 percent chance
that the next child will inherit the gene.
Similarly, the pastor needed to under-
stand another pattern of genetic inheri-
tance called autosomal-recessive, which
requires the child to inherit two copies
of the gene, one from each parent.
When both parents carry an autosomal-
recessive gene, there is a 25 percent

chance that any child born to them will
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It is important for pastoral
counselors to know
something about basic
disease processes and

prognosis

inherit the genetic disorder. If the child
receives only one copy of the gene, he or
she is a carrier for the genetic disorder but
win never express the disorder. Further,
the pastor needed to understand that other
patterns of inheritance arise because of
random mutation in genes between gen-
erations, as in this case of thanatophoric
dysplasia. Pastoral counselors need to
know these basic patterns and the proba-
bilities of passing genetic anomaUes from
one generation to another.

Interviewees stressed that while
detailed knowledge of all genetic disor-
ders is not necessary, it is important to
know something about basic disease
processes and prognosis. As one infor-
mant noted, “Clergy who are misin-
formed about critical conditions can
mislead families in thinking through
their options.” For example, pastoral
counselors should understand how vari-
able circumstances can be within one

genetic condition, such as Fragile X dis-
order, a common form of mental retar-
dation that can express itselfwith varying
degrees of severity. Knowing whether
the disease process will end in death or
disability will aid the counselor in know-
ing how to walk or talk with the patient
and family. As one informant put it,
“Enough medical facts so that you don’t
counsel someone about death and dying
who is really not [dying].” “Knowing
enough not to say anything stupid,”
another remarked. “Pastors need to see
enough to know what they're talking
about. In other words, not like right-to-
lifers who are prognosticating about a
child with birth defects and never having
seen one—that is dangerous.... Clergy
need to know that things aren’t always so
concrete.”

Finally, one informant summed up
a shared view: “Clergy need to know
that lifestyle doesn’t influence genetics.
For example, don’t blame the alcoholic
dad for the kid with Down Syndrome.”
Although the informants admitted that
some environmental factors can sponta-
neously cause genetic mutations, it is
important for pastoral counselors to have
some notion of the etiology of genetic
anomalies so that they avoid com-
pounding the guilt of parents whose
child may inherit a genetic condition.
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Are there any guideposts for pas-
toral counselors in the range between
knowing a little and knowing a lot of
genetics? Several informants noted that
adequate understanding would include
enough knowledge in genetics to dispel
misinformation. Such understanding
need not include knowing every medi-
cal detail, but in a given instance should
permit an appreciation of the disease
process and what the patient and fami-
ly will face. A pastoral counselor, like a
patient’s family, needs some basie
resources to understand the patient's
disease, but perhaps more fundamen-
tally needs to know what the patient
understands about the disease. Like
family members, pastoral counselors
should not assume the role of providing
information about a patient’s disease—
they are not “physician extenders” —eor
providing information about care
options. Sinee normally they are not
trained in the details of geneties, this
role is not appropriate for pastoral coun-
selors or family members.

One informant nicely summarized
the amount of genetic knowledge that

pastoral counselors need:

Genetic literacy is the key factor in
how effectively pastoral eounselors

will play this role. This is not to say

“Clergy need to know
that lifestyle doesn’t

influence genetics”

that pastoral counselors are expected
But in the
absence of a solid understanding of

to become geneticists.

genetics, its clinical applications, and
its pastoral implications, it would be
difficult for pastoral counselors to
interact with professionals working in
genetics, to carry out appropriate refei®
rals, or to counsel congregants con-
fronted with genetics-based anomalies.

The informant highlights a point
often made in the interviews, namely,
that the professional credibility of pas-
toral counselors is commensurate with
their general knowledge of patterns of
inheritance and their familiarity with
the physical and social ramifications of
any particular genetic condition.

In some limited situations when
the pastoral counselor and patient come
from a religious tradition that is very
directive about what actions are
approved or proscribed, the pastoral
counselor’s genetics knowledge base

must be greater than that of religious
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peers. One respondent who is a clinical
geneticist explained, “1have been heav-
ily involved with decision-making
because of Jewish law... self-mutilation
is forbidden. Therefore, the question of
how much validity to give to prophylac-
tic success of mastectomies becomes a
part of the decision-making process.
And because 1 am actively involved in
the scientific area ... | hold a pastoral
position. | have a large number of such
guestions that come in regularly by
phone and by email.”

Knowledge o fPsychological and Social
Consequences

Beyond the medical facts, pastoral
counselors can provide accurate infor-
mation about the psychological and
social considerations that a person with
a genetic diagnosis and his or her fam-
ily will face. Many theological issues
related to genetics initially arise in con-
versations when the person with the
genetic condition or a family member
articulates the problems in terms famil-
iar to those who grasp the psychological
dimensions of genetic disorders. For
example, some genetic conditions create
circumstances that elicit a grief
response, an issue that trained pastoral
counselors have experience addressing.

Five prominent associations that

represent pastoral counselors have iden-
tified the skills that are necessary for
professional healthcare chaplaincy, and
have created a gold standard for anyone,
including the clergy person, rabbi,
imam, and lay minister, who serves the
religious and spiritual needs of patients
and families.

Professional chaplains reach across
faith group boundaries and do not
proselytize. Aeting on behalf of their
institutions, they also seek to protect
patients from being eonfronted by
. . forms of

. They

provide supportive spiritual care

other, unwelcome
spiritual intrusion.
through empathic listening, demon-
strating an understanding of persons

in distress. Typical activities include;

= Grief and loss care

= Risk screening—tdentifying indi-
viduals whose religious/spiritual
conflicts may compromise recovery
or satisfactory adjustment. ..

= Crisis intervention ...

= Spiritual assessment

= Communication with caregivers

= Facilitation of staff communication

= Conflict resolution among staff
members, patients, and family
members
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= Referral and linkage to internal and
external resources ...
= Staff support relative to personal

crises and work stress ...

These recommendations make it clear
that, in addition to understanding the
religious dimensions evoked hy the
genetic condition, pastoral counselors
must possess a skill set needed hy any
counselor working in health care.

Pastoral counselors will be focused
on dealing with religious coping; how-
ever, they need to be aware of the psy-
chological needs of the patient and
family. As one informant put it, “Pas-
toral counselors should have some sense
of human compassion and community
and hope.” That said, “Pastoral coun-
selors can’t and shouldn’t handle all
diagnoses. When clinical depression or
violent behavior is an issue, psychiatric
referral is vital.”

Pastoral counselors will also need
to be familiar with the ethical and social
issues that arise in cases of genetic diag-
nosis and illness. Most obvious, and per-
haps what sets genetic disease apart from
other forms of illness, is the fact that
most genetic information is not only
about the patient but also about the
family. Genetic information has ramifi-

cations for the parents who transmitted

Pastoral counselors must
possess a skill set needed
by any counselor working

in health care

the condition, present or future siblings,
and extended family members who
might also inherit the condition. This
sensitive genetic information can be
used to label people and to discrimi-
nate in insurance, employment, and
other areas of social life. Thus, pastoral
counselors must understand the risks
associated with genetic privacy and con-
fidentiality. From an institutional per-
spective, the existence of these issues
does not necessarily mean that schools
for professional education in genetics,
genetic counseling, social work, and
theology need to offer more bioethics
courses, but at a minimum it does
require more focus on the integration of
scientific, ethical, and pastoral issues.

Knowledge of Theology and Pastoral
Counseling

Several interviewees who were religious
professionals pointed out that the reli-
gious issues raised by genetics are not
applicable only to genetics. Pastoral
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counseling issues that arise in genetics
are transferable in large measure to
non-genetics contexts, for example, to
issues raised by death, dying, and chron-
ic illness. Anyone who is afflicted with
some kinds of chronic illness in child-
hood, early adulthood, or later life will
potentially face eclipsed possibilities in
career and family life, and may face
functional impairment. Whether or not
the cause of the chronic illness is genet-
ie, the patient or family might reveal a
range of religious responses and ques-
tions, including anger at God, bargain-
ing with God, seeking healing from God,
and attempting to understand God’s
will. Those affected might ask whether
the condition is punishment from God
or results from the sins of the parents, or
why an all-good God allows suffering.
These religious responses and
questions are commonly occasioned by
illness and the prospect or reality of
death, and each religious tradition
responds in a manner informed by its
sacred texts and traditions. Conse-
quently, pastoral counselors who are
working with patients and famihes from
their tradition need to know enough of
the tradition to theologize and apply itto
the particular circumstances of the
patient and family. Such education

would include abilities to connect the

Pastoral counseling issues
that arise in genetics are
largely transferable to

non-genetics contexts

medical facts with ethical concerns and
principles from the religious tradition,
and to apply them effectively in the con-
crete pastoral situation. The pastoral
counselor should be aware of whether
the religious tradition has already
addressed the issue comprehensively or
in part. One Muslim respondent noted,
for example, that imams need to be
aware of positions taken by the Islamic
Medical Association of North America so
they can avoid giving inappropriate guid-
ance to families.

Those interviewed also wondered
whether there are theological and pas-
toral counseling issues that are unique
to genetics. Interviewees most frequently
identified ethical mandates that arise
out of a particular tradition, for example,
Roman Catholic perspectives prohibit-
ing abortion and artificial means of pro-
creation such as in vitro fertilization.
While those interviewed were less cer-
tain about the ethical mandates of other

religious traditions, there were ques-
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tions about whether specific elements of
Judaism, such as Orthodox Judaism,
had ethical mandates prohibiting mar-
riage between persons who carry lethal
genetic conditions. In these cases some
interviewees said they thought it neces-
sary for pastoral counselors either to
know these particular ethical prohibi-
tions or to know from whom to obtain
relevant information. The few com-
ments made did not suggest that pas-
toral counselors need to know world
religions, but rather that they should
know the limits of their knowledge and
be honest with patients and families
about those limits.

Genetics professionals in health
care who were interviewed speculated
about the amount of theological educa-
tion that they as professionals need to
have. A few believed that clinieal genet-
ics professionals should not be involved
with anything religious, either because
it extended beyond their professional
competence or, as one respondent
noted, because “religion was destruc-
tive and undercut their ability to appro-
priately treat patients.” A more fi-equently
expressed view was open to the useful-
ness of religion, and maintained that
genetics professionals need enough
familiarity with what counts as a reli-
gious issue to allow them to refer patients

appropriately. A few expressed person-
al interest in understanding how reli-
gious coping differed from other forms of
psychological coping. They beheved that
if they understood this difference they
could explain it to patients and families
and, in turn, be better able to make
referrals suited to the patient’s need. In
sum, the original research question
framed the issue as that of what pastoral
counselors need to know about theolo-
gy and pastoral counseling; however, a
few interviewees restated the question by
asking what theological and pastoral
counseling information genetics profes-

sionals in health care need to know.

Skills and Competencies

All the focus groups in one way or anoth-
er described the skills and competencies
that delineate the best practices of pas-
toral counselors. Many of the criteria
they identified are similar to those
agreed upon by the consensus group of
pastoral care associations listed above. It
is important to note that some of the best
practices suggested below might run
counter to practices of particular reli-
gious traditions or to pastoral counselors’
professional self-perception and sense of
their obligations. While those inter-
viewed painted a broad consensus, some

criteria they proposed would neverthe-
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Genetics professionals need
familiarity with what

counts as a rehgious issue

less be controversial in religious denom-
inations whose theologies are less sym-
pathetic to religious pluralism.

First and foremost, most inter-
viewed thought that pastoral counselors
need to be empathetic listeners, which
they frequently described as being a

” ow

“good listener,” “compassionate,” and
“sympathetic.” As one interviewee put it:
“hearing the loss of [the family and]
trying to bring some peace [to the situ-
ation] or to manage it... being able to
hear the complexity and to be patient
with [the] patient’s process.” Often this
approach requires “knowledge of [the]
family and individual’'s background.”
Some other features of empathetic lis-
tening include gestures (“holding
patient’s hand, being supportive”) and
perhaps participating with the patient
and family in the informed consent pro-
cess (“listening to the same informa-
tion [the] patient gets so that discussion
is possible later”). One interviewee
noted that building bonds with families
requires “being present every step of

the way” : “AvailabUity at all hours builds

trust” with patients, families, and clini-
cal genetics professionals. One reli-
gious professional with credentials in
pastoral counseling stated that empath-
ic listening requires “pastoral openness,
[an] ability to be teachable.” The inter-
viewee added that pastoral counselors
need “to meet people where they are”
and to be “open-minded” by not pre-
judging the situation because of prior
experience or preconceptions of the
problem and its resolution.

Several of those interviewed
thought that listening also entails a
translating function. One person called
it“helping families understand doctors’
language.” Under certain circumstances,
such translation might mean “helping
families to accept medical recommen-
dations to stop life support.”

Many interviewees believed that
pastoral eounselors could help patients
and families cope with suffering and
loss, and expeeted that at times this role
would include crisis counseling: “Help
[the] family to come to grips with loss
and with the sequence of events that
lead to loss.” Generally, as one respon-
dent noted, this process entails “asking
patients/couples what kind of mean-
ing-making they want to come out of
that experience, be it a termination (e.g.,
abortion) or something else.” Another
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“Availability at aU hours
builds trust” with patients,
families, and geneties

professionals

gave this example: “Efforts to make
meaning out of shortened lives—still-
hirths” Such coping support was aimed
at bringing some resolution to the
patient or family: “helping families to
accept,” as one interviewee noted. The
task is not simply to bring meaning or
resolution, but also “helping [the] fam-
ily and individual feel supported and
comfortable with whatever decision they
may have made.” As some pastoral
counselors emphasized, achieving this
aim may require long-term spiritual
support after the crisis, for example,
helping a couple cope with the death of
achild due to agenetic disorder. A lim-
ited number of those interviewed voiced
a need for the pastoral counselor to
conduct an assessment of the patient
and family as the pastoral counselor
provides help in coping.

Informants were at an impasse
over one crucial element of pastoral
counseling skills, namely, whether to be
directive or nondirective. The vast major-

ity of chnical genetics professionals and
some pastoral counselors agreed with
the professional chaplaincy associations’
consensus statement on healthcare chap-
laincy, and insisted that pastoral coun-
selors’ approach be nonjudgmental.
They agreed that pastoral counselors
could assist patients and families
through ethical discernment but that it
should be “nonjudgmental and nondi-
rective.” At a minimum, this approach
requires that a “counselor shouldn’t
impose personal opinions about deci-
sion-making on the at-risk or diagnosed
person.” Another respondent stated that
pastoral counselors need to be “confident
and comfortable enough to be support-
ive of family and individual decision-
making ... able to validate feelings even
if unable to condone decisions.” A few
thought that a nonjudgmental approach
requires “supportive and compassion-
ate [response] even if [a] family’s deci-
sion conflicts with its church’s position.”

Several interviewees objected to a
nonjudgmental stance by pastoral coun-
selors. Orthodox and Conservative rab-
bis and an imam noted that religious
believers in their traditions sought direc-
tive counseling as a means of coping.
Several geneticists also mentioned that
families they treated were comforted
when their decisions were confirmed by
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religious leaders from their traditions.

Several of those interviewed high-
lighted important caveats in the tension
between directive and nondirective pas-
toral counseling. The fact that the
patient or family come from a religious
tradition that is directive does not mean
they desire direction. Professionals wiU
need to determine sensitively whether
particular patients and families want
such directive religious counseling.
Most interviewees believed that if
patients or families desire pastoral
coimsehng that is directive, they usually
have religious connections and know to
whom to turn. If the patient or family
desire directive counseling but they do
not know a pastoral counselor from
their tradition, the referring profes-
sionals need to make certain that, for
example, the rabbi or imam has a rep-
utation for knowing the religious tradi-
tion and rulings.

Another caveat related to direc-
tive counseling is best summed up in a
story recounted by an interviewed
geneticist A clergyman who had coun-
seled a couple through their child’s
long-term sickness and eventual death
now counseled them as they consid-
ered whether to have another child and
whether to request prenatal diagnosis.
During the long-term relationship he

Several interviewees objected
to a nonjudgmental stance

by pastoral counselors

changed his view to one that was at
odds with his religious tradition. He
counseled the couple that “abortion
would be a sin [but] that he would
absolve itfor them.” Such stories suggest
that presuppositions about whether a
counselor from agiven tradition wiU be
directive, or a patient from that tradition
win seek directive counseling, need pru-
dential examination by clinical genetics
professionals.

An ability to support the profes-
sional genetics staff was frequently
identified as an essential skiU for pas-
toral counselors. Geneticists, genetic
counselors, and social workers voiced
the need for spiritual support and guid-
ance when they were required to pre-
sent options to patients and families
but there seemed to be no good and, in
fact, only tragic options. Some of those
interviewed welcomed a proactive
approach by pastoral counselors. They
felt that pastoral counselors should ask
the care team: “What could we bring?”

“What would be supportive?” “What
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are ways we eould be part of the team?”
Some genetics professionals looked to
pastoral counselors to network, not only
among the team and with the family,
but also within the wider community. A
few wanted pastoral counselors to pro-
vide appropriate community referrals
and to be a bridge with community
pastors.

Interviewees named some skills
and competencies of pastoral counselors
that were distinctly religious and set
them apart from other counselors. When
in doubt about which skills were nec-
essary, one respondent stated that “spir-
itual qualities [are] more important than
genetic competence—though it would
The identified

religious skills included conducting reli-

be nice to have both.”

gious assessments and counseling, and
conducting religious rituals. The reli-
gious aspects of coping mirror psycho-
logical coping. Some informants pointed
out that pastoral counselors “help peo-
ple to draw upon the religious connec-
tions that they do have.” Another stated
that “the biggest help is providing reli-
gious insight and guidance to patients—
interpreting a patient’s religious
background in light of [the] decision
that's facing him or her.” For example,
by addressing the issue of theodicy, pas-

toral counselors “help people to under-

Pastoral counselors should
ask the care team, “What

would he supportive?”

stand why bad things happen to good
people.” Overall, pastoral counselors’
“discussion of religious beliefs, faith,
and direct use of religion helps make
sense of [the] situation.” In addition to
religious meaning making, pastoral
counselors, as one religious profession-
al noted, “give permission to patients to
do this or that religiously.” She went
on to say that such permission giving
“affirms a patient’s decision making in
the context of God'’s plan.”

Another decidedly religious aspect
of pastoral counseling is helping clinical
genetics professionals respond more
sensitively and appropriately to patients’
religious and spiritual needs. Several
pointed out that pastoral counselors
provide genetics professionals with lan-
guage and tools to help patients with
these issues. Pastoral counselors “edu-
cate and sensitize physicians about the
religious and spiritual issues that trou-
ble patients.” Also, “some genetic coun-
selors have found clergy helpful in

educating them about the cultural and
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religious values of specifie traditions,
which form the basis of their patients’
worldviews.” Beyond educating and
translating for colleagues, trusted pas-
toral counselors can sensitively inquire
about advice given by other clergy—for
example, “where [a] pastoral counselor
investigates whether it's ‘safe’ for a
patient to seek pastoral services in the
local community.”

Many interviewed believed that
pastoral counselors should be involved
in religious rituals for the patient and
family. Most of the best practices men-
tioned were characterized by rituals that
were flexibly adapted to the circum-
stances. For example, blessing babies
before death and ritual praying with
fetal remains were important for fami-
lies. One clinician highlighted the need
for religious rites to accommodate var-
ious conditions. The clinician recount-
ed the story of two teenage Jewish boys
with renal dystrophy, a progressive
genetic neurological disorder that left
them spastic and wheelchair bound. A
rabbi would not allow one of the boys to
go through a Bar Mitzvah, and thus
compounded his sense of loss, while
another rabbi came to the home of the
second boy and conducted the ritual
with a prayer shawl, prayers, and

singing.

CONCLUSIONS AND RECOMMEN-
DATIONS

Until this study, academie professionals
who consider the social, ethical, and
religious implications of the human
genome project lacked evidence about
the nature of pastoral counselors’
involvement in genetics; healthcare pro-
fessionals’ expectations about pastoral
counselors’ roles; the types of barriers
that impede effective use of pastoral
counselors; and approaches needed to
better integrate pastoral counselors into
genetic services. This study adds quali-
tative information to fill in the gaps for
the field, and provides baseline data for
reconceptualizing policies and practices
that address pastoral eounseling in rela-
tion to genetics. None of the barriers
identified by those interviewed is easily
overcome. Realizing the opportunities
for improvement wiU require the par-
ticipation of all those who have a stake
in better integration, including profes-
sional societies of geneticists, genetics
counselors, social workers, pastoral
eounselors, and pastoral educators, as
well as healthcare institutions. A review
of the barriers and possible remedies
suggests, however, that some stake-
holders have greater responsibility for

furthering the needed integration.
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Identity

As the interviews demonstrate,
there is no clear public perception about
who is a pastoral counselor with the
skills and competencies to address the
religious needs of those facing genetic
diagnoses and conditions. This confu-
sion should lead all stakeholders to
make distinctions within the large class
of professionals who can serve as pas-
toral counselors. The simple designation
of a person as a cleric, rabbi, imam,
chaplain, pastor, deacon, lay minister, or
spiritual advisor does not necessarily
qualify the person to provide pastoral
counseling for persons and families with
genetic conditions. Clinical genetics pro-
fessionals who are referring patients and
families should assess carefully whether
the pastoral counselor has experience, or
a reputation for providing competent
care. They should refer only to pas-
toral counselors who are known to have
the requisite qualifications. Healthcare
institutions ought to utilize or employ
only those pastoral counselors who have
the professional education, skills, and
competencies commended by the five
prominent professional associations
involved with pastoral counseling. Pas-
toral counselors in healthcare institu-
tions who make external referrals to

pastoral counselors should select reli-

Realizing opportunities for
improvement will require
participation by all
stakeholders

gious professionals who have equiva-
lent skills and competencies.

Knowledge and Skills

Clinical genetics professionals
interviewed consistently said that they
would not use pastoral counselors who
were pereeived to have an inadequate
understanding of clinical genetics or
insufficient pastoral skills, because they
could do more harm than good. The
perception, and perhaps the reality, is
that a majority of those designated as
pastoral counselors are underprepared
in knowledge of rudimentary genetics
and genetics-related prognosis. Also,
many in the large group of pastoral
counselors may have insufficient train-
ing or experience in pastoral counseling
and in theologizing about the pastoral
situations that arise in relation to genet-
ic diagnoses and conditions. The only
class of pastoral counselors who could
be viewed with reasonable confidence to

have the requisite knowledge and skills
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Genetics professionals
should refer only to
pastoral counselors who
have the requisite

qualifications

are those who have spent hours in clin-
ical pastoral education and who have
worked in healthcare settings addressing
the religious issues that arise in sickness,
suffering, and grief.

TTie knowledge and skill prohlems
identified were not limited to a lack of
knowledge of clinical genetics and insuf-
ficient training in pastoral counseling.
Rather, even with better educated and
more experienced pastoral counselors,
there would remain a significant trans-
lation problem in the relationship
between clinical genetics professionals
and pastoral care professionals. As noted
by several of those interviewed, there
are multiple stakeholders (e.g., patients,
families, healthcare professionals, and
pastoral counselors) looking at the same
event but deriving multiple meanings
from it—and holding differing expecta-
tions for pastoral care. Interviewees who

discussed the issue agreed that genetics

and pastoral care have incommensu-
rable foci: genetics addresses the medi-
cal issues, and pastoral care the spiritual.
While the two are inextricably bound,
each professional group uses a different
language, and knowledge of the genet-
ics issues alone does not resolve the
religious and spiritual issues.

A few of those interviewed voiced
the opinion that the translation problem
will not be resolved simply by having
pastoral counselors develop a greater
knowledge base in clinical genetics and
gain more pastoral experience. In order to
provide competent care to the whole per-
son, clinical genetics professionals will
have to understand fundamental issues in
religious coping, and learn both to assess
patients’ needs for religious counseling
and determine how and to whom these
patients should be referred. Instituting
an assessment process will mean aban-
doning the practice of never intruding
into the “private” area of a patient’s reli-
gious needs. One genetics professional
noted that she has made spiritual assess-
ment a structural part of the overall
assessment, and regularly probes patients’
spiritual needs and supports related to
genetic testing and diagnosis.

The responsibility to improve the
knowledge and skills of all involved is

wide ranging. Those providing theologi-
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One genetics professional
has made spiritual
assessment part of the

overall assessment

cal and pastoral education should exam-
ine the recommendations regarding skills
in facilitating religious coping made hy
the leading pastoral care professional
groups and evaluate whether their train-
ing programs are adequate. Schools of
theological and pastoral education, and
national and regional denominational
organizations (e.g., dioceses), should con-
sider the need for continuing education
programs on pastoral counseling skills,
and should collaborate with clinical
genetics professional organizations, med-
ical schools, or healthcare institutions
to provide education in clinical genetics.
Clinical genetics professional organiza-
tions should consider offering their mem-
bers educational programs on identifying
and assessing religious needs of patients
and on the nature and content of pastoral

counseling.

Practice Patterns

Those interviewed clearly indicat-

ed that practice patterns of clinical
genetics professionals very much affect
whether a pastoral counselor will ever
reach a patient in the inpatient setting.
The previously suggested practice of
making spiritual assessment part of the
overall assessment would go along way
toward overcoming such barriers as the
practice of referring to a pastoral coun-
selor only if there is a crisis, or never
giving patients an opportunity to bring
up religious matters. Referral patterns
wiU be amore difficult issue to address,
since chnical genetics professionals typ-
ically make referrals only to known enti-
ties. One respondent suggested that
healthcare institutions or regional
groups of chnical genetics professionals
develop resource directories of skilled
and competent pastoral counselors for
potential referrals. Another respondent
suggested that institutions need to build
their own capacity to meet emergent
needs. Institutions, for their part, need
to examine existing practice patterns
for evidence of teamwork. If capacity
already exists but is underutihzed, the
institutions might examine whether
there are any local barriers that impede
better integration of pastoral counsehng.

Interprofessional Relations
The barriers to better interprofes-
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Interprofessional barriers
are a complex mix of turf
wars, stereotypes, and

mistrust

sional relations are a complex mix of
turf wars, unhelpful stereotypes, and,
ultimately, mistrust. The turfissue that
clinical genetics professionals observed
was the overstepping of role boundaries
by pastoral counselors in ways that
might undercut the treatment of the
patient (e.g., pastoral counselors’ being
inappropriately directive). This issue
can be partially resolved if all profes-
sionals involved understand the nature
and purpose of pastoral counseling, as
well as the skills and competencies of
pastoral counselors. Each group of pro-
fessionals needs to know more about the
language, training, and roles of the
other. This study began with the
assumption that pastoral counselors
needed to know more about genetics.
Some interviewees made clear that
interprofessional relations would not
improve until clinical genetics profes-
sionals learned more about religious
and spiritual issues, in order to under-

stand more about the worldviews of

their patients, and also learned more
about the actual and possible roles of
pastoral counselors, in order better to
recognize when referral to a pastoral
counselor would be appropriate.

Developing an antidote to mis-
trust is a complex process and requires
frank introspection regarding unhelpful
stereotypes. Foremost among these is
the view that pastoral counselors are
directive in counsehng, whereas geneti-
cists, genetic counselors, and social
workers are nondirective. As the pro-
fessional associations of pastoral coun-
selors recommend, pastoral counselors
should help patients pursue patients’
agendas and not pastoral eounselors’
agendas. There should be afrank recog-
nition by all parties that in some limit-
ed instances there are denominations or
portions of denominations that encour-
age directive counseling by pastoral
counselors.

On the other hand, a few of those
interviewed also pointed out that clini-
cal genetics professionals are more
directive than their self-perception
admits. Respondents highlighted the
fact that geneticists and genetic coun-
selors who steer patients away from
some or all pastoral counselors are in
fact directive. Their professional under-

standing of themselves as nondirective
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is unlikely to evaporate anytime soon;
however, an honest public dialogue
about what forms of directive and
nondirective counseling are appropriate
in dealing with patients will go some dis-
tance toward eliminating the unhelpful
stereotypes of pastoral counselors as
directive and clinical genetics profes-
sionals as nondirective.

Another instance of labeling that
obstructs more cooperative relations
between clinical genetics professionals
and pastoral counseling professionals
is the view that science is complex and
religion is simplistic. Of healthcare pro-
fessionals interviewed, most invoked
long-standing suspicions between sci-
ence and religion. Chnical genetics pro-
fessionals who participated in the focus
groups frequently remarked that focus
group conversations about the role of
the pastoral counselor, and the depth of
the topics related to religious coping,
dispelled preconceptions about the sim-
plicity of religious ideation. Only a small
minority of participants left the conver-
sations with a stUI-tightly-held view that
religion was not only unhelpful but
harmful to patients.

A distinct but related stereotype is
the view that religious traditions share a
single, extensive ethical and religious

view about how to address the religious

Genetics professionals who
steer patients away from
pastoral counselors are in

fact directive

and spiritual issues raised by genetic
diagnoses. Again the interviews sur-
faeed a broad vision of the diversity of
religious views within and among faith
perspectives on issues raised by genet-
ics. With both stereotypes of religion
(as simplistic or monohthic), joint meet-
ings of the professions, and public con-
versations about their respective roles,
could enhance mutual respeet and trust,
and could be an important step toward
better collaboration.

Institutional Barriers

Those interviewed drew attention
to the fact that institutions that do not
have the capacity to integrate pastoral
counseling into genetics-related cases
might be unaware of the lack. In those
institutions that have recognized the
need and have built capacity, several
respondents stressed the critical role
that professionals who are both clinical
genetics professionals and pastoral
counselors have played. Respondents
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singled out professionals who bridged
the two areas of concern by translating
religious issues into terms chnical genet-
ics professionals could understand and
value as important, and vice versa. Cred-
ible bridge figures, such as priests and
rabbis who are also geneticists or genet-
ic counselors, are critical to raising
awareness and articulating expectations
for all involved.

A significant institutional barrier
to integrating pastoral counseling in
genetics issues is the structure of the
provision of services. Those interviewed
repeatedly commented that pastoral ser-
vices were provided largely through
inpatient services; however, alarge por-
tion of genetic services are provided in
outpatient clinics and physician offices
to patients who have chronie condi-
tions. While healthcare institutions can
control the quality of pastoral counsel-
ing services within the institution, there
is httle control over quafity in outpatient
services. Pastoral counselors in the com-
munity who already have extensive
obligations as community and congre-
gational leaders will need incentives
and educational programs if they are to
develop the skills necessary to address
genetics cases. Clinical genetics profes-
sionals—or those working at the federal
level on the Human Genome Project—

who conclude that skilled pastoral coun-
selors need to be developed in the com-
munity wiU face the complex task of
creating incentives and identifying
resources and networks.

The lack of funding as a barrier is
as much a function of the rapidly fluc-
tuating healthcare economy as of the
extent to which pastoral care is recog-
nized as essential in treating and heal-
ing the whole person. The boom and
bust cycles of healthcare financing will
always provide a reason to reduce pas-
toral counseling services, and the cycle
is well outside the control of any insti-
tution or profession. However, what is
in the control of professional societies is
whether they wiU utilize the ongoing
opportunity to examine the role of pas-
toral counseling and the value that it
brings to the wholistic treatment of
persons with genetic conditions. Pro-
fessional associations of pastoral coun-
selors should reexamine whether
existing credentiahng processes wiU ade-
quately address the spiritual and reli-
gious issues occasioned by the rise of
genetic diagnoses.

A final institutional barrier to bet-
ter integration of pastoral counselors in
genetics cases stems from the subopti-
mal qualifications of some professionals
who are hired. Healthcare institutions
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ought to utilize or employ only pastoral
counselors who have the religious edu-
cation and professional skills and com-
petencies recommended hy the major
pastoral counseling associations.

The original aim of this study was to
address afew simply stated issues: whether
and how pastoral counselors might help
individuals cope with the ethical and reli-
gious issues that arise in genetic diagnosis
and treatment; the knowledge and skills
necessary for pastoral counselors to serve
effectively in genetics cases; and the
professional and institutional harriers
and opportunities that prevent or facil-
itate pastoral counselors’ involvement in
genetics issues. The answers identified
were not as predictable as the research
group first imagined.

The barriers are substantial. While
there is a large reservoir of religious
professionals working in many min-
istries, nonetheless there does not cur-
rently exist a large number of pastoral
counselors with adequate education in
clinical genetics and the training in pas-
toral counsehng skills needed to address
clinical genetics issues. Those who are
adequately educated and trained are
difficult to identify unless they are part
of healthcare institutions or are known
by the referring clinical genetics pro-
fessional. Even if awork force of pastoral

Boom and bust cycles of
healthcare financing always
provide a reason to reduce

pastoral counseling serviees

counselors educated and trained to deal
with clinical genetics issues emerges,
significant obstacles will remain because
of prevaihng practice patterns of clinical
genetics professionals, their perceptions
and ambivalences about the nature of
religion, and their misgivings about the
sometimes directive style of some pas-
toral counselors.

The study interviews revealed that
change will not be a one-way street.
Enhancing the participation of pastoral
counselors in clinical genetics cases wiU
require cooperation among and action
by clinical genetics professions’ educa-
tional institutions and societies. To echo
one interviewee, the first step wiU be
“for geneticists to understand the posi-
tive dimensions that religious coping
can bring to the suffering and healing of

patients and families.”

SECOND OPINION: APRIL 2004 53



ACKNOWLEDGEMENTS

| am deeply grateful to the research team
who participated in aU the conference
calls and in the analysis of the data. | am
especially indebted to the co-principal
investigator, Carol W. Booth, M.D., for her
years of clinical genetics insight that
guided the project not ordy clinically,
but pastorally. Also, this research would
not have been possible without the
expertise and savvy of George I. Balch,
Ph.D., of Balch and Associates, who
made the focus group conference calls
possible. My colleagues at the Park Ridge
Center, Rabbi Gail Glicksman, Ph.D.,
and Paul Numrich, Ph.D., were invalu-
able in analyzing the thousands of pages
of transcripts. Finally, one Advisory
Board member, Barbara Bowles Biesick-
er, M.S., observed many of the focus
groups and provided priceless guidance.
1lam also appreciative of the gen-
erous commitment of time and the help-
ful comments offered by Advisory Board
members, including: Audrey R. Chap-
man, Ph.D.; Rabbi Elliot N. Dorff, Ph.D.;
Kevin T. Fitzgerald, Ph.D., S.J.; Philip J.
Hefner, Ph.D.; Eric Thomas Juengst,
Ph.D.; Karen Lebacqz, Ph.D.; Colleen
Scanlon, R.N., J.D.; Ronald Cole-Turner,

Ph.D.; and Olivia Masih White, Ph.D.
—Philip J. Boyle

NOTES

1. L. B. Andrews, J. E. Fullarton, N. A.

10.
11.

12.

13.

14.

Holtzman, and A. G. Motulsky, eds.,
Assessing Genetic Risks: Implicationsfor
Health and Social Policy (washington,
D.C.: National Academy Press, 1994).
See the 1975 report of the National
Academy of Sciences, Genetic Screening
Programs, Principles, and Research.
Report ofthe Committeefor the Study of
Inborn Errors ofMetabolism (Washington,
D.C.: National Academy of Sciences).
According to the American Board of Medi-
cal Genetics, as 0f 2002 there were 1,226
boarded (M.D. or Ph.D.) cUnical geneticists
(http://genetics.faseb.org/genetics/abmg/ab
mgmenu.htm).

As of 2002 there were 1,410 boarded
(masters trained) genetic counselors.
National Society of Genetic Counselors,
Education, Certification and Regional
Representation Statistics: Membership
Data Base (wallingford, Pa.: National
Society of Genetic Counselors, 1998).

B. B. Biesecker, “Practice of Genetic
Counseling,” Encyclopedia ofBioethics,
ed. W. T. Reich (New York: Simon and
Schuster, 1995).

Andrews et al., eds.

Ibid.

Biesecker.

Andrews et al., eds.

The Official Catholic Directory (New Prov-
idence, N.J.: P. J. Kenedy and Sons,
2000;.

E. W. Linder, ed., Yearbook of American
and Canadian Churches (Nashville:
Abingdon Press, 2000), 351.

This figure includes 1,800 Reform,

1,250 Conservative, 1,000 Orthodox,

and 250 Reconstructionist rabbis. See
Careers.yahoo.com/employment/ococ/oc
0s062.htm

1 Bagbym, P. Perl, and B. Froehle, The

54 BOYLE: GENETICS AND PASTORAL COUNSELING


http://genetics.faseb.org/genetics/abmg/

15.

16.

17.

18.

19.

20.

21.

Mosque in America: A National Portrait
(Washington, D.C.: Council on American-
Islamic Relations, 26 April 2001). There
were 1,207 mosques in the United States;
of these, 81% had an imam.

L. VandeCreek and L. Burton, eds..
Professional Chaplaincy: Its Role

and Importance in Health Care,
http://www.healthcarechaplaincy.org/pub
lications/publications/white_paper_05.22
.01, 22 May 2001, Section 2.

P. Routh, “Preparation of Ministers
Competent to Minister,” Theological
Education 2 (1979): 102-104.

W. E. Wylie, “Needed Health Counseling
Competencies of the Minister” (doctoral
dissertation. University of Tennessee,
1981).

J. C. Fletcher, Clergy Involvement in
Genetic Decision-making and Pastoral
Care, ed. R. C. Baumiller (White Plains,
N.Y.: March of Dimes Birth Defects Foun-
dahon, 1981).

R. C. Baumiller, “Clergy Involvement: A
Dimension of Real Need,” Hospital Prac-
tice 18 (1983): 38A-38F; S. A. Babb, R. G.
Best, and V. A. Vincent, “Assessing the
Need for Clergy Involvement in the
Genetics Counseling Process in South
Carolina,” paper presented at the 10th
Annual Education Conference of the
Association of Genetic Counselors,
Cincinnati, 14-16 October 1990; W. E.
Wylie, “Health Counseling Competencies
Needed by the Minister,” Journal ofReli-
gion and Health 23 (1984): 237-249; C.
W. Brister, The Promise of Counseling
(San Francisco: Harper and Row, 1978).
T. R. Mertens, J. R. Hendrix, and G. L.
Mendenhall, “Indiana Clergy: A Survey of
Their Human Genetics/Bioethics Educa-
tional Needs,” Journal ofPastoral Care 40
(1986): 43-55.

M. W. Clark, “The Pastor as Genetic
Counselor,” Journal of Religion and
E/ea/t/i 20 (1981): 317-332.

22.

23.
24.
25.

26.
27.
28.
29.

30.
31.
32.

33.
34.
35.
36.
37.

38.

FINDINGS

R. Cole-Turner and B. Waters, Pastoral
Genetics (Cleveland: Pilgrim Press, 1996).
Ibid.

Mertens, Hendrix, and Mendenhall.

C. C. Bosk, All God’ Mistakes (Chicago:
University of Chicago Press, 1992).

Ibid.

Cole-Turner and Waters.

Ibid.

M. J. Reiss and R. Straughan, Improving
Nature? The Science and Ethics of Genetic
Engineering (Cambridge: Cambridge Uni-
versity P*ress, 1996).

Cole-Turner and Waters.

Ibid.

C. A. Berry, “Genetic Engineering and
Medical Treatment,” paper presented at
“Genetic Engineering: Christian Responsi-
bilities in God’s World,” conference orga-
nized by Christians in Science and the
Christian Medical Fellowship, Paper 2, 5-6,
1992. (Transcript available from Christian
Medical Fellowship, Partnership House,
157 Waterloo Road, London SEI 8XN).
Bosk.
VandeCreek and Burton.

Mertens, Hendrix, and Mendenhall.

Ibid.

P. Steiner-Grossman and K. L. David,
“Involvement of Rabbis in Counseling
and Referral for Genetic Conditions:
Results of a Survey,” American Journal of
Human Genetics 53 (1993): 1359-1365.
We chose to interview geneticists for sev-
eral reasons. First, they understand the
clinical and scientific values by which
they work as distinguishable from ethical
and religious values. When the latter
come into play, healthcare professionals
are inclined to refer their patients to pas-
toral counselors as the most appropriate
source of service. Healthcare profession-
als have, in the course of treating patients,
first-hand experience of the moral and
religious issues patients raise as they deal
with their genetic problems. Using this

SECOND OPINION: APRIL 2004 55


http://www.healthcarechaplaincy.org/pub

39.

56

experience, clinicians (medical geneti-
cists, obstetricians, pediatricians, oncolo-
gists, genetic counselors) and chaplains
working in genetics are well positioned to
clarify the role of pastoral counselors in
caring for patients undergoing genetic
testing, diagnosis, and/or treatment. They
have direct experience because they have
observed their patients grappling with the
ethical and religious implications of their
genetic conditions or problems and asking
the kinds of questions alluded to earlier,
so they are ahle to describe the needs of
patients confronted by these situations.
Second, we knew from some limited
research that pastoral counselors are
already involved on a small scale in pas-
toral counseling in genetics-related areas.
Presumably, then, healthcare profession-
als have some experience of how pastoral
counselors engage their patients, how
positive or negative the results of pastoral
counselors’ involvement have been—
whether patients were helped or pastoral
counselors’ involvement unnecessarily
complicated the clinical situation—and
what steps might be taken to integrate the
involvement of pastoral counselors with
that of healthcare professionals.

Third, healthcare professionals are not,
presumably, immune to tbeir own spiritu-
al and religious questions, concerns, and
doubts, which, left unaddressed, may well
interfere with tbeir professional interac-
tion with patients. Thus we sought to
explore, from the perspective of the ethi-
cal and religious needs of the healthcare
professional, how pastoral counselors
might mediate these issues in a way that
would contribute to tbe overall improve-
ment of the religious well-heing of hoth
patients and the healthcare professionals
who care for them.

J. Asbury, “Overview of Focus Group
Research,” Qualitative Health Research 5
(1995): 414-420.

40.

41.

42.

43.

A. E. Goldman and S. S. McDonald, The
Group Depth Interview: Principles and
Practices (Englewood Cliffs, N.J.: Pren-
tice-Hall, 1987); D. L. Morgan, “Focus
Groups,” Annual Review ofSociology 22
(1996): 129-152; D. L. Morgan and R. A.
Krueger, The Focus Group Kit (Thousand
Oaks, Calif.: Sage, 1998); W. D. Wells,
“Group Interviewing,” in Handbook of
Marketing Research, ed. R. Ferber (New
York: McGraw-Hill, 1974).

G. I. Balch, “C.A.T (Computer-Assisted
Telephone) Focus Groups: Better, Faster,
Cheaper Focus Groups for the ‘Hard-To-
Reach,” Social Marketing Quarterly 7, no.
4 (2001): 38-40; G. Silverman, Introduc-
tion to Telephone Focus Groups (Orange-
burg, N.Y.: Market Navigation, Inc.,
1994); G. I. Balch, Developing a Market-
ing Communication Campaign to Increase
Enrollment in Clinical Trials: A Focus
Group Report (Washington, D.C.: National
Action Plan on Breast Cancer, 1994).
Silverman; G. E. White and A. N. Thom-
son, “Anonymized Focus Groups as a
Research Tool for Health Professionals,”
Qualitative Health Research 5, no. 2
(1995) :256-261; G. I. Balch and E.
Balch, The Role ofProfessional Values in
Medical Societies: Focus Group Explo-
rations among Executives (Chicago: Insti-
tute for Ethics, American Medical
Association, 1999); G. I. Balch and E.
Balch, Employer Values in Health Plan
Decisions: A Focus Group Exploration
(Chicago: Institute for Ethics, American
Medical Association, 1999); G. I. Balch,
“Employers’ Perceptions of Dietetic Prac-
titioner Roles: Challenges to Survive and
Opportunities to Thrive,” Jourrml of the
American Dietetic Association 96, no. 12
(1996) : 10-14.

VandeCreek and Burton.

BOYLE: GENETICS AND PASTORAL COUNSELING









BY CHARLES VILLA-VICENCIO

SPEAK PEACE

Reflecting on Reconciliation and Forgiveness

Book Reviewed

Forgiveness and Reconciliation:
Religion, Public Policy, and
Convict Transformation.

Raymond G. Helmick and Rodney L.
Petersen.

Radnor, Pa.: Templeton Foundation
Press, 2001. 440 pp. $34.95 (Hardcover)

orgiveness and Reconciliation is
F about what can be done to facilitate
areconciling process between estranged
individuals, hostile factions within a
nation, or between warring countries.
John Paul Lederach suggests in the text
that, “it is a paradox of sorts that human
concern for and interest in reconciliation
is as old as the hiUs and at the same time
in a preinfancy stage.” This important
book makes a significant contribution to
our understanding of the complexities
surrounding reconciliation. It edges us
toward a level of maturity that affects

personal, national, and international
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quests for conflict transformation and
reconciliation.

A dominant paradigm in thinking
about reconciliation, not least in theo-
logical circles, suggests that forgiveness
precedes reconcfliation. The sequence is
weU-known: confession, repentance, for-
giveness, and reconciliation. This con-
ventional wisdom needs to be questioned
in the light of entrenched social or nation-
al conflicts. In the hard world of pohtical
conflict, initiating the peace process is
more important than an ideal outcome.
And, ultimately, personal reconciliation
may not be vastly different. There is no
reason to suggest that forgiveness should
necessarily precede personal reconciha-
tion. An emerging sense of interdepen-
dence, which requires tolerance and
empathy, perhaps the beginning of a rela-
tionship-even the initial phases of friend-
ship—is frequently the first step in any
reconciling process. Indeed, most nations
and individual relationships survive quite
well on less than ideal or complete rec-
onciliation, which includes forgiveness
and everyone fiving happily ever after.
Put differently, to focus on an ideal theo-
logical notion of reconciliation, rather
than a more modest understanding of
reconciliation as a process with limited
beginnings, is both conceptually confus-
ing and practically counterproductive.

60 VILLA-VICENCIO; SPEAK PEACE

Most nations and individual
relationships survive quite
well on less than complete

reconciliation.

The pursuit of a greater goal is at
the same time necessary to ensure that
the initial step in the process does not
become the final one. A lack of move-
ment beyond the first hesitant step in
rapprochement can only serve to fuel
the suspicion of the critics of political
gradualism, who reject the process as Ut-
tle more than the rearranging of furni-
ture on a vessel that drifts ever closer to
disaster.

It is helpful to declare and be con-
scious of one’s context and perspective.
This review is written in the wake of the
South African Truth and Reconciliation
Commission. | do so mindful of the fact
that few of us predicted much more than
disaster for South Africa in the late
1980s. The breakthrough came notas a
result of any Damascus Road experi-
ence; it came as a result of a series of
encounters within which protagonists
on opposing sides began to make contact
with one another. Tentative, fragile steps

were taken that led to “talks about



talks.” In the process, cautious relation-
ships were forged. This opened the way
to a search for peace and the beginning
of areconciling process.

Not every contributor to the book
under review will necessarily agree with
the underlying perception of reconcilia-
tion as a process preceding and ideally
incorporating forgiveness. And yet all
the contributions enrich the discussion
on the complexity of the relationship
between reconciliation and forgiveness.
Anthony da SUva addresses the sequence
guestion quite explicitly, drawing on
Robert Schreiter’s suggestion that a more
appropriate sequence may be: recon-
ciliation, forgiveness, repentance.” In an
important contribution to the book,
Miroslav Volf reminds us that there are no
“autonomous and self-constituting enti-
ties” in human relations. It is through
human encounter that the healing pro-
cess begins. This does not suggest that
repentance, justice, and other important
dimensions of human relations are to be
suspended indefinitely or played down in
any other way. To Volf “the struggle
against injustice is part of the more fun-
damental pursuit of reconciliation.” The
pursuit of forgiveness is, in a similar
sense, a goal that needs to sustain the rec-
onciliation process. It is not, however,

necessarily something that must precede

the process. | am arguing that it rarely
does. Lederach speaks of the need for “a
relationship-centric approach to recon-
ciliation.” He suggests it involves a “mul-
tifaceted journey” in pursuit of agoal not
yet reached. “Reconciliation is both
place, as in destination, and ajourney.” In
the words of Ofelia Ortega, “conversion is
not a momentary act of moral decision,
but a process of learning and a new way
of living.”

The African concept of ubuntu,
introduced by Audrey Chapman, sug-
gests that a person is only a person
through other persons. In the words of
Archbishop Desmond Tutu, it means
“my humanity is caught up, is inextrica-
bly bound up in yours.” As such, “social
harmony is for us the summum bonum—
the greatest good.” It places dialogue and
reciprocity at the center of the struggle to
be fully human. It suggests that people
are incomplete to the extent that they are
alienated from one another. Often
neglected at the height of war, rebellion,
and conflict, it is this hope that inspires
conflict resolution, peacemaking, and
the need for coexistence. Is it an anthro-
pological reality? A philosophy of ubun-
tu suggests it is. It recognizes that the
process of seeking to be fuUy human
refuses to submit to fate. It involves the
creation of the kind of future that enables
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people to engage one another in the cre-
ation of a society that includes aU others.
Da SUva speaks of “a common psycho-
logical need all humans share, which is to
want to live in harmony with fellow
humans while minimizing the stresses
and strains of conflict.”

Of course this is not easy. There are
numerous obstacles that undermine the
process—bad memories, deep and abid-
ing levels of hurt, the need for acknowl-
edgment of past suffering, reparation,
and justice. No one has the right to force
victims and perpetrators to forgive or
be reconciled. The question is whether
victims and survivors can be assisted to
move on—to get on with the rest of their
lives, not allowing anger or self-pity to be
the all-consuming dimension of their
existence. It involves taking responsi-
bility not only for their own lives and
healing but also for the future direction
of the nation. It is important for their
own sake that those who suffered most
are enabled to get on with life. This does
not mean forgetting the ghastly deed.
This is usually not possible and probably
not helpful. It does not mean necessar-
ily becoming friends with the person
responsible for one’s suffering, nor does
it mean forgiving that person. Very few
accomplish this. Most people can only

deal with their past suffering intermit-
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tently, at times rising above it, at other
times falling under its sway. Donald
Shriver quotes William Faulkner: “The
past is not dead and gone, it isn't even
past.” In da Silva's words, “no general
pattern wiU obtain; no uniform model
need or should be imposed for peoples
hoping to live together.” Put differently,
any suggestion that confession and for-
giveness is a precondition of reconcilia-
tion could be counterproductive in
deeply divided societies. An approach
that identifies reconciliation as process
rather than goal could be more helpful.
I am suggesting this pastoral approach
not as an alternative to, but as an inher-
ent part of, a viable prophetic ethic of
reconciliation and forgiveness.

Editors Raymond Helmick and
Rodney Petersen tell us their book is
about “political penitence... Its horizon
is not confessional, but public policy
and conflict resolution.” This focus
makes the question of “sequence”
important. In the world of politics, where
“the art of the possible” prevails, the
guestion of how to attain a given end is
as important as the end itself. The means
is indeed inherent to the end.

This book contains a lot of theology,
offered in the service of the public square
rather than the pew. Such a theology is
required to explore the hindrances and



potential contributions of religion to the
realization of “pobtical penitence.” Volf
suggests this process may be better served
by more religion of the correct kind-
involving “costly discipleship” —rather
than less religion. This is, however, a pro-
cess that may require theologians to take
seriously the challenge presented to the
church more than a half a century ago by
Dietrich Bonhoeffer from his prison cell,
which is to proclaim the gospel in secular
language. Effectively this involves using
language that is understood by secular
society and refraining from the kind of
dogmatism that seeks to prescribe how,
when, and where repentance, forgive-
ness, reconciliation should occur. These
are, after all, gracious and mysterious
gifts of a gracious God.

The book is divided into four parts.
The first, entitled a theology of reconcil-
iation, addresses the theological content
of key words, the dialectic of forgive-
ness, and theological models of recon-
ciliation and forgiveness, in adeepening
discussion on the relationship between
justice, reconciliation, and forgiveness. It
ends with an orthodox perspective on
reconciliation and forgiveness. The con-
tributions come from Petersen, Volf, and
Staidey Harakas.

The second part, dealing with for-

giveness and public policy, includes

chapters by Helmick, Joseph Montuville,
Donna Hicks, and Shriver. The question
is posed whether religion is a source of
fuel or healing in situations of conflict.
There is a chapter on religion and
peacemaking; another on religion and
foreign policy. Religion is considered
in the reconstruction of identity, and
the important question is asked con-
cerning the form and nature of forgive-
ness in secular politics.

Part three considers the relation-
ship between forgiveness and reconcil-
iation. It provides diverse voices from the
fields of clinical psychology, regional
conflict mediation, the social sciences,
and global youth ministry. The contri-
butions are by Everett Worthington, Led-
erach, Ervin Staub and Laurie Anne
Pearlman, and John Dawson. This is an
important and action-driven section of
the hook that provides a number of prac-
tical ways of “reducing unforgiveness”
(Worthington), discussion on “qualities
of practice that lend themselves to rec-
onciliation” (Lederach), and a focus on
“healing, reconciliation and forgiving
after genocide and other collective vio-
lence,” with special attention to Rwanda
(Staub and Pearlman). Dawson points to
several areas of concern in Western civ-
ilization that require attention in pursuit

of less violence and conflict.
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Part four, seeking forgiveness after
tragedy, addresses specific situations of
conflict. These include South Africa,
Northern Ireland, and Mozambique. Spe-
cific mechanisms and ways of promoting
forgiveness and reconciliation are con-
sidered within these situations and more
generally. These include truth and rec-
onciliation commissions, a two-track
diplomacy methodology, a Gandhian
approach to reconciliation, and a Chris-
tian notion of conversion (metanoia) as
means of peacemaking. In an afterword,
George Ellis explores the concerns raised
in the book that apply to personal,
regional, national, and international life.
In the foreword. Archbishop Tutu pro-
vides the inspiration that keeps the
debate going.

An important message of this book
is that there are no neat and tidy for-
mulas that make for forgiveness and
reconciliation. Lederach’'s word is an
important one: “unlike other areas of
conflict management more narrowly
defined, reconciliation processes do not
lend themselves to reductionist tech-
niques ... Qualities of practice point us
less in the direction of technigque and
more towards attitude and character.”
The consideration of reconciliation
techniques is imperative, talk about rec-

onciliation is important, and the identi-
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There are no neat and tidy
formulas for forgiveness
and reconciliation.

fication of lessons learned from recon-
ciling initiatives is essential. This is what
makes this particular book such an
important one. And yet who, one must
ask, is ultimately in a position to define
the meaning of reconciliation for anoth-
er or to prescribe the techniques of the
process?

Ultimately the Spirit blows where it
wills, and reconciliation happens in dif-
ferent ways in different places. Vigilance
is required in order to discern the pos-
sibilities of reconciliation where and
when they occur. Wortherington'’s care-
ful analysis of mechanisms that lead to
the “reducing of unforgiveness” and that
promote reconciliation and forgiveness
can only facilitate such discernment.
Equally important is the insight provid-
ed by Joseph Montville into the “psy-
chological man” and the “religious

man.” He speaks of the separation of
consciences in Nazi doctors, “the half
that accepted systematic murder and
the other half that enjoyed a quiet
evening at home with wife, children and

dog”—posing the important question



concerning the societal and personal
causes of perpetration.

Indeed, this is frequently a key
ingredient to the reconciliation process.
The South African Truth and Reconcil-
iation Commission was mandated to do
more than account for who did what to
whom. It was required to discern the
“causes, motives and perspectives” of
perpetrators. The aim of this require-
mentwas not to lessen the culpability of
perpetrators. It was rather to identify
these factors with a view to ensuring that
their reemergence in the future is at least
minimized, if not eliminated. The most
effective way to counter gross human
rights violations is, of course, through
prevention. It is here that the present
anticipates the future. And itis here that
reconciliation work needs to begin.

The discernment of causes,
motives, and perspectives can also affect
the attitudes and behavior of victims
and survivors. Without condoning or
justifying the behavior of perpetrators in
any way, in some instances it enables vic-
tims and survivors to begin to see per-
petrators as victims of a different kind—of
propaganda, religious indoctrination,
fear, disillusionment, and a culture of
submission. Madame de Stael, the late
eighteenth century French intellectual,
suggested that “to understand all is to

forgive aU.” Understanding does not, of
course, necessarily lead to reconcilia-
tion. It may even aggravate the sense of
anger and alienation. And yet, when the
story of a perpetrator is thoughtfully
told, empatheticaUy heard, and deeply
understood, it can soften the perception
the victim, survivor, or observer has of
the perpetrator concerned. It can open a
space for the possibility of a new kind of
interaction between adversaries. Jozef
Garlinski, a Polish underground fighter
who survived Auschwitz, tells of the hor-
rendous evil he both witnessed and suf-
fered. He ends his account by saying,
“please remember those young SS offi-
cers could have been your sons or mine.”
In understanding the perpetrator, we
may begin to understand the forces that
make for evil. We discover the power of
these forces, and we begin to realize
that the enemy—the German, the Serb,
or the white Afrikaner—does not have a
monopoly on moral insanity. We discov-
er that maybe there is a little perpetrator
in each of us. This makes uncondition-
al negative judgment of another a little
more difficult. As such, it can create a
basis for interaction in the present that

could lead to a new kind of future. =
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Business Ethics in Healthcare:
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Bloomington: Indiana University Press,
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Executive’s Guide.
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eds.

Chicago: Health Administration Press,
2001. 276 pp. $49.00 (Softcover).

Developing Organization Ethics in
Healthcare: A Case-Based
Approach to Policy, Practice, and
Compliance.

Ann E. Mills, Edward M. Spencer, and
Patricia H. Werhane, eds.

Hagerstown, Md.: University Publishing
Group, 2001. 224 pp. $24.95 (Softcover).

ORGANIZATIONAL ETHICS

BY ANA SMITH ILTIS

rganizational ethics in health care is
Orooted in defense industry changes
during the early 1980s and in changes in
business ethics. During the former, con-
cerns over weapons procurement moti-
vated the development of compliance
programs, in which contractors were
required to develop codes of ethics,
mechanisms to report misconduct, and
the like. By 1991 the U.S. Sentencing
Commission was urging au companies to
implement ethics/compliance programs.'
The focus on comphance with govern-
ment regulations has become increas-
ingly important in health care, especially
because of the growth of government-
funded health programs and in light of
financing scandals and other mishan-

dling of government dollars.
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Business ethics has also influenced
the development of organizational ethics
in health care, with its focus on corporate
moral agency and responsibility” and on
particular aspects of business operations,
such as advertising and conflict of inter-
est. The Diagnostic Related Groups
(DRGs) of the early 1980s and the dom-
inance of managed care today make it
clear that money matters in health care
and that business decisions are made reg-
ularly in the context of providing health
care. Moreover, it has become clear that
healthcare institutions, such as hospitals
and insurance companies, make deci-
sions about health care and, in many
cases, determine who receives care and
what level of care they receive. Thus it has
become necessary to examine the moral
responsibilities of healthcare institutions.

Initially, organizational ethics in
health care foeused heavily on com-
pliance, on ensuring that healthcare
organizations abided by all relevant
government rules and regulations.
Today, two trends dominate organiza-
tional ethics. First is the recognition
that it must look beyond compliance.*
Second is the recognition that many
issues in healthcare ethics once thought
to concern only patients and providers
do in fact have organizational compo-

nents."* Despite this new focus, there is

still a quest to determine what, pre-
cisely, should be the next step for orga-
nizational ethics. Each of the three
books discussed here suggests a focus
for organizational ethics and contributes
to the development of this growing
field.

In Business Ethics in Healthcare:
Beyond Compliance, Leonard Weber
describes ethics as a discipline aimed at
“assisting persons to make better prac-
tical judgments.” In the first chapter he
outlines the nature, purpose, and goals of
healthcare organizations and advocates
a special healthcare business ethics. In
particular, he suggests that healthcare
organizations are or ought to be care-
givers, employers, and citizens. Weber
claims that these roles inherently lead to
a series of responsibilities, including the
basic obligation to ensure that “the
needs and interests of aU relevant stake-
holders are balanced on the basis of a
consistent and explicit understanding
of priorities.” In the second chapter,
Weber offers principles of business
ethics, which he applies to specific cases
in the remainder of the book.

The pattern of Weber’'s analyses
emerges clearly: balancing values. His
approach is, in short, to enumerate and
rank priorities—a quite common approach

to healthcare ethics. For example, Baruch
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Brody’s conflicting appeals model of deci-
sion-making in healthcare ethics shows
an appreciation for the need to balance
values and value-claims. Brody recog-
nizes that many moral appeals make a
legitimate claim on us and these appeals
may conflict. Thus he argues in his dis-
cussion of the patient-physician relation-
ship that an ethical theory must focus
on balancing those potentially conflicting
appeals. As acasuist, Brody holds that the
best way to determine how appropriately
to balance those appeals is to examine a
variety of cases concerning a particular
matter.5

In chapters three through sixteen,
Weber presents topics in healthcare
ethics—eonflict of interest, managed care
coverage denials and appeals, labor
issues, advertising, and mergers and
acquisitions, to name a few. One impor-
tant reason to read this book is that the
author identifies areas that might ini-
tially be overlooked when trying to
determine business ethics concerns in
health care, such as socially responsible
investing. For each topic, Weber dis-
cusses the need to balance values and
goals of health care, provides case anal-
yses that demonstrate that balancing,
and offers principles that individuals
and committees can apply in addressing

concerns.

Chapters seventeen and eighteen
show how to promote business ethics in
health care and elucidate the relation-
ship between ethics and the business
management of healthcare organiza-
tions. Weber concludes that organiza-
tional ethics committees are essential in
increasing understanding of business
ethics in health care and in promoting
the ethical management of healthcare
organizations.

This book reveals the astounding
relevance of business ethics to health
care. Healthcare administrators will see
in this book many issues they face and
will, in particular, see routine business
decisions in a new light. Patients and
employees will see many of the struggles
healthcare managers face. They may
recognize that many issues that seem
clear and one-dimensional from certain
perspectives are actually multifaceted
and complex. Perhaps the most impor-
tant conclusions one can draw from this
book are that the focus on business and
organizational ethics in health care must
go beyond compliance, and that a clear
understanding of the nature and purpose
of health care is critical to understand-
ing and addressing ethical issues in
health care.

Two very important discussions are

missing from Weber’s analysis. First, he
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Weber concludes that
religious institutions can
operate as they wish as long
as they ultimately balance

values just as he would.

does not indicate the source of the prin-
ciples he identifies as action-guiding. In
fact, the background assumptions imder-
lying his claims are not even mentioned.
Weber fails to recognize the fact that with
different assumptions we would have very
different balancing outcomes. Thus to
say that we ought to have principles and
balance priorities in itselfis unhelpful. We
must know how to obtain the principles,
why they are the right principles to hold,
and what values and priorities ought to
guide the balancing of such principles.
Second, Weber's discussion does
not give sufficient attention to the many
different natures healthcare institutions
might have. The brief attention to reli-
gious healthcare institutions is insuffi-
cient. Weber concludes that religious
institutions can operate as they wish as
long as they ultimately balance values
just as he would. For example, Weber

presents a case in which a Catholic hos-

pital and a nonprofit secular community
hospital are considering a merger that
would result in only one hospital in the
community (Case 15.2). The Catholic
hospital insists that the new hospital
would have to continue to abide by the
Ethical and Religious Directives,™ a set of
guidelines issued by the Catholic bishops
of the United States that govern Catholic
healthcare institutions. According to these
guidelines. Catholic healthcare institu-
tions must not provide healtheare ser-
vices—such as abortions and elective
sterilizations—that are contrary to Roman
Catholic moral teaching. Weber claims
that “within limits, it is entirely appro-
priate for healthcare organizations to
determine on the basis of their own eth-
ical principles which legally acceptable
practices are and are not permitted with-
in their facilities.” However, he also elaims
that there are limits to what healthcare

institutions may refuse to provide:

The healthcare organization is a com-
munity service business. It is of the
nature of a service organization that
its responsibility is determined in large
part by the needs of the community.
Not every healthcare facility must offer
every type of service, of course, and
not every acute care hospital has a

responsibility to permit every service to
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which the community has a reason-
able expectation of access. K there is
only one acute care facility in the com-
munity, however, that facility has much
less flexibility. This is a situation that
would result from the proposed merg-

er in this case'®

Essentially, Weber argues that “the
basic responsibility of the organization to
serve the community takes priority” over
its particular moral commitments and
responsibilities. It is interesting that
despite the extensive discussion of the
moral obligations of healthcare organi-
zations, very little attention is given to
what we might call the moral rights of an
institution to adhere to its particular
moral commitments and virtually no con-
sideration is given to the idea that a
healthcare institution can, as a moral
agent, have moral obligations that it must
satisfy at the risk of offending an indi-
vidual or group of individuals. Weber's
discussion of this case reveals that he has
a limited appreciation of healthcare insti-
tutions as bearers of particular moral
characters and responsibilities, and of
the importance of healthcare institutions
living up to their moral obligations and
maintaining their integrity. He sees
healthcare institutions as having moral

responsibilities and as having the poten-

Weber has a limited
appreciation of healthcare
Institutions as bearers of
particular moral characters

and responsibilities.

tial for integrity, but only within the lim-
its of his own conception of morality. He
fails to see that, although he does not
recognize certain services as morally
objectionable, it may in fact be morally
wrong for a particular healthcare insti-
tution to provide them. He does not
understand that a Catholic institution
seeking to maintain its institutional
integrity never could balance values in
the same way he does.

Weber offers an interesting discus-
sion of some important areas of concern
to organizational ethics, and he shows
how, given certain assumptions, one
might attempt to resolve organizational
ethics issues. However, his approach is
too simplistic and narrow to be of service
to aU healthcare organizations.

The starting point of Developing
Organizational Ethics in Healthcare: A
Case-Based Approach to Policy, Practice,
and Compliance is somewhat similar to
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Weber’s. The organization of the book
reflects that the editors—Ann Mills,
Edward Spencer, and Patricia Werhane—
are acutely aware of the influence of
organizational issues in different areas of
health care and the ways in which orga-
nizational ethics permeates all in
healthcare ethics. It addresses organi-
zation issues in four areas of health-
care ethics—business ethics, clinical
ethics, professional ethics, and research
ethics—and provides cases in each area.
The appendices recommend ways to
analyze organizational ethics cases,
show how two healthcare organizations
address such cases, and provide the
codes of ethics of various professional
healthcare organizations.

This hook, like Weber's, demon-
strates the salience of organizational
ethies in health care. Moreover it has
the virtue of making obvious the depth or
expanse of organizational ethics and thus
increases our understanding of the field.
The editors, in their introduction, note
that their goal is to show that organiza-
tional ethics is eclectic and hroad and
that it arises in aU areas of healthcare
ethics. They include cases pointing to
numerous potential organizational issues,
and they show that issues we consider
strictly matters of, for example, clinical

ethics may he resolved by addressing

organizational issues. This is perhaps the
most important insight of the hook. The
relationship between organizational
ethics and other areas of healthcare
ethics has been grossly underexamined.
Typically, organizational ethics is treated
as one more area of healthcare ethics. Yet
what the editors show us in their organi-
zation and selection of cases is that orga-
nizational ethics is integrated into other
areas of healthcare ethics; it cannot and
should not he isolated and treated as a
separate entity. The compartmentaliza-
tion of healthcare ethics is iU conceived.

Unlike Weber’s book, this collection
does not include analyses and alleged
answers or solutions for cases. According
to the editors, their “concern is to include
cases that demonstrate the role of orga-
nization ethics activities in the formation
and support of a positive ethical climate.
Commentary and questions are not nec-
essary.” They prefer to let readers analyze
the cases themselves. This makes the
book a useful tool for generating discus-
sion without providing a roadmap that
might limit the examination of important
issues. The guidelines for case analysis
offered in Appendix B can be used as a
starting point for such discussions. Of
course, by raising issues and questions
and not providing concrete answers, the
book will leave readers looking for a set
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of rules. Nevertheless, organizational
ethics is complex, and it would he irre-
sponsihle to suggest that there are simple
answers to he had.

In their introduction. Mills, Spencer,
and Werhane point to the importance of
institutional values to organization ethics.
An organization’s ethical climate, they
say, is grounded in its core values, which
inform its value and mission statements
and code of ethics. In Appendix B, which
offers guidelines for analyzing organiza-
tional ethics issues, there is again mention
of an organization’s mission. The impor-
tance of institutional values, although
introduced, is not sufficiently developed
in the text. As noted in the discussion of
the Weher text above, an appreciation
for an organization’'s values is critical.
This hook, like Weher's, fails to demon-
strate that a rich understanding of an
organization’s values and goals is essen-
tial for any fruitful discussion of organi-
zational ethics. Itis from an organization’s
values and goals that we can develop an
understanding of what it ought to do.
There is hkely to he a sense among many
that there simply are some morally right
and wrong ways for organizations to act
and that organizational ethics is a fact of
the matter. While there may he some
basic rules of the game that are widely
recognized as obligations of healthcare

organizations, the more interesting and
difficult cases involve organizational val-
ues. In a secular, plurahstic society there
is not sufficient agreement on the content
of morahty to rely solely on the so-called
common morality. Ethics and ethical
analysis are grounded in an understand-
ing of the values agents hold. Thus the
obligations we might associate with a
Christian hospital may not be ones we
associate with a Jewish, pubhc, or private
secular hospital. That does not mean that
we ignore those particular obligations.
On the contrary, we recognize that the
particular Christian hospital at stake must
in fact act in particular ways and should
address organizational ethics issues in
ways that are grounded in and reflect its
particidar values. Developing Organiza-
tion Ethics in Healthcare would be rich-
er if there were more recognition of moral
controversy and its implications for orga-
nizational ethics.

Managing Ethically: An Executive’s
Guide, edited by Paul Hofmann and
William Nelson, is an anthology of
columns originally published in Health-
care Executive that introduces the read-
er to a wide variety of organizational
ethics issues from the perspective of indi-
viduals in administrative and manageri-
al positions. This focus on administrators

and managers certairdy is not meant to
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The volume should
dispel any notion that
administrators do not stru”*le

with ethical dilemmas.

suggest it is only the responsibility of
those in management to address ethical
issues or that only they are in a position
to identify such issues. On the contrary, it
is meant to promote dialogue among all
parties. The entries, organized topically,
cover issues of leadership, community
relations, managed care, mergers and
integrations, use of information, human
resources, clinical ethics, organizational
ethics, and institutional resources (i.e.,
programs within an institution that can
help promote ethical management). Each
section is short and focused and refer-
ences the American College of Health-
care Executives Code of Ethics to surest
professional norms and thus how a
healthcare administrator ought to
approach an issue. Even for those who
are not healthcare administrators and
thus do not fall into the narrow scope of
this text, the entries provide insight into
the broad range of ethical issues that
arise in health care and the issues health-

care administrators face. The volume

should dispel any notion that adminis-
trators do not struggle with ethical dilem-
mas when making unpopular choices,
such as laying off employees, as the pri-
mary focus is on the examination of
organizational ethics issues through the
lens of healthcare executives.

The columns concerning leader-
ship (Part 1) attend exclusively to what
we might consider personal ethical issues
that healthcare executives might face,
such as how appropriately to maintain
their personal integrity in the workplace
and how to handle potentially conflicting
loyalties. Thus in Part | the focus is on
the individual manager as moral agent.
Part Il of the collection shifts focus to
community relations; the moral agent of
concern is the healthcare organization
itself, with its the obligations and respon-
sibilities. In much of the remainder of
the text we see greater discussion of the
moral obligations of both individuals
and organizations.

This collection introduces impor-
tant issues in organizational ethics and
business ethics in health care. Unfortu-
nately, because of the nature of the
genre, the columns lack sustained anal-
ysis. Though the text has the virtue of
diversity, it should not be relied upon for
a careful discussion of the variety of

issues introduced.
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All three volumes considered here
show that organizational ethics is a grow-
ing area of interest with an increasingly
demanding and widening set of con-
cerns. The original focus of organiza-
tional ethics on compliance is outdated.
What is necessary now is a vision for
organizational ethics. Patricia Werhane
notes that “even though business ethics
contributes to our thinking about the
ethics of healthcare organizations, these
organizations have distinguishing char-
acteristics that make them worth con-
sidering apart from other business or
charitable enterprises.”” Organizational
ethics may be the special business of
healthcare ethics we need. It must
account for the nature and purpose of
healthcare organizations, including the
fact that not all healthcare organizations
are created with the same set of com-
mitments, values, and obligations. Some
healthcare organizations, for example,
may have religious commitments others
lack. Any clear understanding of organi-
zational ethics must attend to the partic-
ular moral characters of healthcare
organizations, not merely to general
claims about the obligations of such insti-
tutions. This will require an understand-
ing of institutional integrity, of what it
means for healthcare institutions to have

moral commitments and to fulfill them.

Understanding healthcare institutions as
moral agents, identifying institutional
moral commitments, and exploring the
implications of the moral obligations of
healthcare organizations is or ought to be
the focus of the next generation of orga-
nizational ethics literature. m
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Embracing a New Ethical
Model

African American Christian Ethics.
Samuel K. Roberts.

Cleveland, Ohio: Pilgrim Press, 2001.
$26 (Softcover).

amuel K. Roberts presents a
Sthought-provoking, systematic cri-
tique of African-American Christian
ethics. His analysis assumes the reality of
this behavior and discipline, based upon
the experience of African-American
Christians as it is concretized in the spir-
ituals. This ethic emerged amidst a faith
that enslaved those deemed “other,”

even as they relied on this faith for lib-

BOOKS IN BRIEF

As Roberts notes, this ethic
recognizes that neither the enslaved nor

eration.

their oppressors could be free in such a
status quo. Yet Roberts also observes
that, for such an ethic, African-American
exclusivism in response to oppression
cannot be liberating. With poetic signi-
fication, Roberts resolves the paradox by
claiming that God is beyond human lim-
itations and perspectives. He articulates
his framework by explicating Eurocen-
tric cultural idolatry and Black theology,
and by suggesting a model of intellectu-
al integrity and moral consistency that
posits a TiUichian God “as ground of
being rather than a God of personal

being.”
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Methodologically, Roberts explores
God, Christ as Liberator and Reconcil-
er, and the Holy Spirit as Counselor and
Inspirer, and the sources that shape this
African-American Christian ethic: Bible,
ecclesial tradition, human nature and
freedom, and knowledge and reason
interfacing with faith and God. Roberts
concludes by investigating contextual
praxis and addressing the foundations
and resources that mold life in the
African-American community—from sex-
uality and bioethics to justice at the polls.
Roberts proposes a vision of African-
American Christian ethics as interdisci-
plinary scholarship and critiques various
thinkers and schools of thought, chal-
lenging what he calls their flawed
premises and logic.

Building a theological orientation
for a distinctive ethic, Roberts explores
the concept of God, God'’s relationship to
created order, the question of moral evil,
and theodicy. He highlights African-
American male thinkers while avoiding
cultural exclusivism. From classical
Christology, Roberts explores represen-
tations of Christ in Black culture and
theology, and he offers a Christology of
freedom through reconciliation with God
in Jesus the Christ, and of freedom in
God’s kingdom that moves toward com-

munity participation. He deconstructs
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the Holy Spirit as God’s emanating grace
that intersects worship and work as a
creative force in the believing commu-
nity, the church. Given the exegetical
heritage of the spirituals, framed by their
“creative genius with the historical expe-
rience of terror,” an African-American
concept of biblical authority must dis-
cern the glimpses of God’s will in an
alien world. The complex, diverse
African-American church fosters spiri-
tual alertness, works in the world,
inspires without couching rhetoric in
ideology, praises God, encourages faith-
ful living, and nurtures believers. Roberts
uses the spirituals to posit “the freedom
inherent in human nature and human
existence” with, unfortunately, an under-
developed argument. The impetus for
knowledge amid faith and reason in the
African-American religious conscious-
ness is the “interplay between victim-
ization and vindication,” where people
overwhelmingly affirm the sufficiency
of God’s grace and the potential for
human beings to make a difference.
Mindful of the sexual commodification
of African Americans and ongoing
stereotypes, an African-American sexu-
al ethic of commitment and integrity
authenticates sex and love. A healthy
bioethics involves African-American

participation and inclusion within prin-



ciples of Christian faith. Roherts analyzes
justice in the courts, markets, and elec-
toral precincts, and calls for a full inclu-
sion of African-American political
interests within the American political
order. He invites a new institutional and
personal piety with an enlivened praxis
of partnership within African-American
life, moving toward an authentic inter-
racial dialogue of diverse viewpoints and
perspectives, one not steeped in guilt.

Roberts’'s tome speaks like a
renaissance work, as his analysis juxta-
poses artistic renderings with scientific
investigation and interrogates early
church history and classical philosophy
with the present-day reality of African
Americans. He allows interfaith and
interreligious perspectives by not
assuming that Jesus is the only mark of
salvation. Yet, how do a depersonalized
God and arelated ethic have an impact
on people who are extremely Christo-
centric and wedded to a personal Jesus
as Lord and Savior?

Roberts’swork is such a cut above
that his omissions of womanist scholars,
Jon Michael Spencer’s work on theo-
musicology, and Robert Lovell Jr’s mag-
num opus on the spirituals are
bewildering and unfortunate. Roberts
uses inclusive language for the divine,

but does not offer a critique of God as

Father.
Roberts’s work is a must-read for those

Despite these exceptions,
interested in the American Christian
experience, including the African-
American experience. It is highly rec-
ommended for seminary or university
courses that combine theology, ethics,
history, liturgy, and lived experience.

—Cheryl A. Kirk-Duggan
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Ethics, Faith, Health, and
Moral Freedom

Moral Freedom: The Searchfor Virtue in
a World of Choice.

Alan Wolfe.

New York: W.W Norton, 2001.
224 pp. $24.95 (Hardcover).

(iiT don'tthinkyou can teach akid to
J. follow orders,” one of sociologist
Alan Wolfe's interview respondents says.
“You can try to convince the child that
that’s right, hut if we don’t let the child
think for themselves and make their
own decisions, you're leaving them, as
an adult, vulnerable to these ad cam-
paigns where they're told what to think.”
People’s concerns about vulnerability go
far beyond advertising, but that state-
ment is moral freedom in a nutshell:
Think for yourself, and make your own
decisions. This idea, although “casual-
ly taken for granted” in contemporary
America, is also “quite revolutionary.”
“Now for the first time in human histo-
ry,” Wolfe argues, “significant numbers
of individuals believe that people should
play arole in defining their own moral-
ity as they contemplate their proper
relationship to God, to one another, and
to themselves.”
Wolfe emphasizes that people have

neither chosen nor lapsed into moral
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freedom; instead they find it forced
upon them. As he puts it with charac-
teristically gentle wit, “Once upon a
time, Americans raised families without
being able to know whether their chil-
dren would turn out to be good or bad.
Now they raise children uncertain about
what good or bad actually are.” Moral
freedom is “a sometimes terrifying sense
of insecurity as to what they consider it
means to lead agood and virtuous life.”

The significance of Wolfe's argu-
ment for ethics and faith—two of the
three words that subtitle this journal—is
evident. 1believe the book is equally sig-
nificant on the issue of health, but since
Wolfe does not discuss health, illness, or
medicine, that significance requires
some interpolation.

Wolfe reports both survey data and
interviews with randomly selected peo-
ple in eight diverse American commu-
nities. The book contains a few
percentages but no graphs or tables.
Instead Wolfe quotes respondents saying
what is representative of how Americans
talk about their values, morals, and
ethics. He recognizes that this approach
is itself a symptom of an age of moral
freedom. The idea of inducing morality
by asking people how they lead their
lives is part of the general belief that

“any form of higher authority has to



tailor its commandments to the needs of
real people.” What do these real people
believe, and how are they trying to live?

With respect to faith, Wolfe’'s
respondents confirm what other com-
mentators have noted: People consider
themselves religious but are often sus-
picious of organized religion. Religion,
as one respondent puts it, “so often
funetions as keeping people in check
and keeping them in this little box and
makes life not messy.” People recog-
nize that life is messy. The mess requires
avoiding absolutes, even though finding
a creative response to each situation is
itself messy.

With respect to ethics, moral free-
dom is anything but the anarchy feared
by conservative commentators whom
Wolfe engages throughout the book.
Part of what makes Moral Freedom such
a delight to read is Wolfe's ear for peo-
ple’s sincere attempts to lead good lives,
even as they are unsure what that
means. Wolfe genuinely likes and
admires people perhaps beeause of, not
in spite of, their contradictions and
dilemmas, which are especially apparent
in ideas about honesty and forgiveness,
two of his central concerns.

What does Wolfe tell us about
health? A recurring theme is that when

people seek explanation for others’

moral behaviors, and when they judge
or refuse to judge others, therapeutic
explanations trump theological and
philosophical ethics, and medical expla-
nations trump psychological. As peo-
ple seek to affirm the disrepute of acts
while providing leeway to actors, they
look to medicine, especially genetics.
If Wolfe had asked about health care, |
suggest his respondents would have said
that people are responsible for their
own health, but individuals can rarely
be blamed for their particular sickness-
es. Americans, WoHe shows repeatedly,
value personal responsibility, but they
also limit it in their unwillingness to
blame except in extreme circumstanees
and, provocatively, sexual choice.
Wolfe's counsel is to be neither
for nor against moral freedom but to
learn to live with its inevitability. He
never underestimates the problems of
moral freedom, but his attitude seems
that of his respondents: for all the
uncertainty they face, “they also have
some reason to hope.” This generous,
carefully researched, insightful book
leaves me with no doubt that he is right:
“The twenty-first century will be the
century of moral freedom.” In this brave
new world, Wolfe is an exemplary, and
most hopeful, guide.
—Arthur W. Frank
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The Respect Due to
Persons

IPTio Count as Persons? Human ldentity
and the Ethics ofKilling.

John F. Kavanaugh.

Washington, D.C.: Georgetown University
Press, 2001. 248 pp. $45 (Softeover).

o Count as Persons? is a pas-
W:ionate defense of the proposi-
tion that the direct Killing of human
life is always morally wrong. The author,
John Kavanaugh, S.J., believes this
proposition follows from a proper
understanding of the human person.
Thus his hook does more than discuss
the ethics of killing; it sets forth a the-
ory of personhood.

Kavanaugh locates an essential
aspect of personhood in the capacity
for what he calls “reflexive conscious-
ness.” Reflexive consciousness is the
ability of persons to be conscious of the
fact that they are conscious. This abili-
ty, in turn, is necessary if persons are to
step back from their environment to
engage it, which is a necessary condition
for the formation of the self.

Grounding personhood in reflex-
ive conseiousness appears to imply that
human beings who lack the capacity
for reflexive consciousness are not per-

sons. Surely the fetus, the anencephal-
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ic baby, and the patient in a persistent
vegetative state do not possess con-
sciousness of their consciousness.
Kavanaugh insists, however, that such
individuals, indeed all human beings,
belong within the class of persons. The
steps that lead him to this conclusion
are not altogether clear to me, but the
crux of the argument seems to reside in
Kavanaugh’s view that human nature
contains potentialities, one of the most
important of which is the potential for
self-reflexive action. All human beings,
from the fetus to the patient in a per-
sistent vegetative state, possess this
potential and are, therefore, deserving of
the respect due to persons.

The argument from potential is by
no means decisive, but it is stronger in
my judgment than some will be willing
to recognize. My one-week-old daughter
may possess no more rational ability
than a mouse. However, if | were to
treat her like amouse, subjecting her to
laboratory experiments, | would be
inflicting harm on the person she is to
become. The experiments performed
now would produce their harmful effects
later, and those harms would be quali-
tatively different from the harms expe-
rienced by a mouse in full maturity.
Thus, genuine regard for any species of

animal requires consideration for what



that species can be, and insofar as
human beings are capable of becoming
more than other animals, they are
deserving of a different kind of respect.

Next Kavanaugh argues that his
theory of personhood leads to the ethi-
cal maxim: Affirm the intrinsic value of
human beings and do nothing to negate
their personhood. Intentional Killing is
the willed negation of personhood, says
Kavanaugh, and those who justify killing
must do so by disregarding human dig-
nity for the sake of a competing value.
This justification, Kavanaugh says, is
unacceptable.

However, a recognition of the
intrinsic value of the human person
does not necessarily entail an absolute
prohibition on killing. In order to draw
that conclusion one must first consider
a prior question about the relationship
between human dignity and the right to
immunity from lethal harm. If in certain
circumstances persons do not enjoy
moral immunity from lethal harm, then
killing them in those circumstances will
not violate their dignity. The just war tra-
dition, for example, justifies the inten-
tional killing of combatants by asserting
that they do not enjoy immunity from
lethal intention. They do not enjoy
immunity, not because their lives lack

dignity, but because life itself is a value

within an order of values that includes
justice, order, and liberty, values which
the just war seeks to protect.

Perhaps if one considers life an
absolute value, one will think that all
justifications for killing are built upon a
suppression of human dignity. Howev-
er, to claim life is an absolute value
requires more than a theory of person-
hood, it requires a theory of the objec-
tive order of values in which life finds its
place. This is something Kavanaugh
does not provide, nor do | believe he can
provide itto produce the conclusion he
needs. Life has value through its rela-
tionship to higher values such as truth,
justice, and the good; in other words, if
there are no values greater than life,
life itself has no value.

My disagreements with Kavanaugh
notwithstanding, | believe he has writ-
ten a thought-provoking book worthy of
critical engagement. His arguments wiU
enrich ethical discussion both in and
out of the classroom.

-Helmut David Baer
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How Sexual Science Operates

Sex, Love, and Health In America:
Private Choices, and Public Policies.
Edward 0. Laumann and Robert T.
Michael, eds.

Chicago: University of Chicago Press,
2001. 535 pp. $48 (Hardcover).

n 1994 six prominent sociologists

I characterized the sexual practices of
Americans.' Their National Health and
Social Life Survey employed sophisti-
cated scientific methods to obtain arep-
resentative sample of adults from
eighteen to fifty-nine years old and to
maximize truthful self-reporting. Their
work represents the best that cross-see-
tional study has to offer about sex. It is
so large in scope that their data are
likely to be quoted for decades to come
in professional and lay articles. The
media quickly publicized some of the
findings with headline-grabbing spins
on the revelations about our private
behaviors. Sensationalism aside, many
professionals found it exciting to learn
that Americans have tame sexual lives.
Two of the survey’s architeets, both
distinguished professors at the Univer-
sity of Chicago, planned this volume of
thirteen essays based on further analy-
sis of the original data. With graduate

students and an occasional colleague
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coauthor, their essays discuss impor-
tant aspects of adolescent sexuality,
adult sexual behaviors, sexually trans-
mitted disease, and public policy.

Clearly, sex is not simple. Sexual-
ity does not lend itself to any direct def-
inition. It is simultaneously private and
public, individual and collective, bio-
logical, social, and psychological, con-
scious and unconscious, measurable
and beyond measurement, static and
evolving. Every informed professional,
each relevant discipline, and all inter-
ested institutions should know that it is
impossible to have the last word on the
subject. This is not just because the
United States contains a great diversity
of opinions about everything sexual. It
is also because the clinical and social
sciences have learned that sex is a pro-
foundly rich topic, and numerous per-
spectives are better than one.

The text’'s nineteen authors delve
deeply into sexuality’s complexity. Their
data begins with the influences of age,
gender, marital status, education, race,
ethnicity, and religious affiliation, which
is used to build models for understand-
ing psychological topics such as abortion,
sexual satisfaction, sexual dysfunction,
and AIDS prevention. The essays—seri-
ous, academic, and carefully edited—
invariably educate the reader. The book



is hard work, particularly for the statisti-
cally unsophisticated reader; there are so
many findings, possibilities, and uncer-
tainties. The hook contains many useful
contrihutions for those whose profession
it is to grapple with issues involving teen
pregnancy, sexually transmitted diseases,
racial disparities, sex education, pornog-
raphy, sex research, and how sexual life
ought to he conducted. These profes-
sionals may include local, state, and fed-
eral government officials, legislators,
academics, religious educators, teach-
ers, clinieians, and foundation officers.

A theme of the hook is the need
for continued scientific study of sex.
This is not because research will show
us what to do with our controversies
involving unwanted pregnancies, sex
crimes, extramarital sex, and homosex-
uality, for instance, but beeause having
an objective starting point makes the
discourse more effieient. These erudite
authors are not attempting to create
new public policies. They are informing
the public about the issues and helping
to keep the rhetoric from becoming too
simplified.

Funded sex researeh is rarely
directed toward the study of health.
Government agencies and foundations
fund studies in the hope that they will

ultimately assist in the solution of prob-

lems. Of the key words in the title, two
are abit misleading. Health is a relevant
but largely implied topic in some of the
essays. Love, however, cannot even be
found at the edges or between the seams
of these discussions. This subject is too
private, subjective, and quixotic” to be
grasped by the data examined here. So
why is “Love” in the title? The book’s
focus is on selected socially relevant
sexual problems; itis not about the evo-
lution of individual sexual health. These
essays induce readers to wonder how we
Americans actually come to acquire our
private ideas and personal rules for sex-
ual conduct and how we actually make
some of the choices that shape our fates.
These questions, although thoroughly
illuminated, are only partially answered.

—Stephen B. Levine

NOTES

1. R. T. Michael, J. H. Gagnon, E. 0. Lau-
mann, G. Kolata, Sex in America (Boston:
Little Brown, 1994). E. 0. Laumann, J. H.
Gagnon, R. T. Michael, S. Michaels, The
Social Organization of Sexuality: Sexual
Practices in the United States (Chicago:
University of Chicago Press, 1994).

2. See my essay, “The Nature of Love,” in
Sexuality in Mid-Life (New York, Kluwer
Academic Publishers, 1998).
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The Forest for the Trees

Genetic Dilemmas: Reproductive
Technology, Parental Choices, and
Children’s Futures.

Dena S. Davis.

New York: Routledge, 2001. 153 pp.
$22.99 (Softcover).

or many women today, having a
F baby may require working through
a decision tree, the kind of flow chart
that Dena Davis lays out: Have a child?
If yes, have itwith/without assistance by
technology? If assisted, which technol-
ogy? Here, especially, the branches of
the decision tree are multiple. Hor if not
assisted, should the embryo (or fetal)
cells be tested? If tested, implant/con-
tinue pregnancy based on results? And
so it goes.

Each node or choice on this deci-
sion tree raises difficult ethical questions
not orfly about what should be done, but
also about who should be deciding and
for whom. It is these “should” issues
that Davis examines using a fresh lens:
Will our choice of reproductive tech-
nology affect the choices available to a
child born using that technology?

As far back as the 1970s, when
amniocentesis came into widespread
use, it was clear that women’s limited

reproductive choices were already over-

84 BOOKS IN BRIEF

whelmingly painful, with no option eost-
free. Even then, we knew it was one
thing to have some control over the
number of children we would have—and
for many, even this was an unavailable
option—but quite another to have some
say in the kind of children we would
have. The latter seemed to place a par-
ticularly heavy burden on awoman, and
make being either a parent or a child
possibly and troublingly conditional.

In the decades since then, the bur-
den of decision-making has only gotten
heavier, and our social and ethical anal-
yses of these issues have failed woeful-
ly to keep pace with the multiplicity
and complexity of the choices offered to
us by researchers and clinicians. Our
daughters and sons have a forest of
options and the compass Davis offers as
an aid through this thicket provides a
refreshing and stimulating, if not always
successful, tool.

Borrowing the concept of an “open
future” from the philosopher Joel Fein-
berg, Davis proposes that we evaluate
reproductive and genetic options with
regard to how they will ensure and pro-
tect the fullest autonomy for the child-
to-be.
our choices about the use of these tech-

In brief, she wants us to assess

nologies in terms of the choices they will

permit our children to make, for exam-



pie, about their own lives, education,
employment, and procreation. Will using
some technology now in childbearing
expand or limit the choices that will be
available to the children to be born?

A philosophical analysis of this posi-
tion is beyond the scope of this brief
review. It is perhaps sufficient to say that
| found Davis’s presentation sometimes
persuasive, other times inadequate—if not
inappropriate. Davis herself is aware that
many may reject the open future lens she
prescrihes for working through the ethi-
cal thickets of genetic and reproductive
technology, while others may dismiss the
trail she marks out while using it She gra-
ciously invites such objections. In fact, it
is almost impossible, when reading this
hook, not to make frequent marginal
notes expressing agreement and dis-
agreement with her positions on issues
such as choosing to have a child with a
disability, choosing the sex of a child,
and choosing to learn what genetic dis-
orders threaten an unborn child. What-
ever a reader concludes, all will benefit
from Davis’s shifting our focus from the
decision-maker to the potential child
about whom these prenatal, even pre-
conceptional, decisions are being made.

Yet, welcome and important as this
shift is, it remains problematic, since

Davis generally ignores how an open

future resides so much more in societal
(i.e., political) than in individual
parental decisions. Will our society allow
entry to children of aU kinds? How will
we ensure a full range of choices to all
women now and to all children? The
structures of society we create collec-
tively, the social and political arrange-
ments we establish, determine whether
aU citizens in all their diversities have a
full menu from which to choose and
whether they are enabled to make the
fullest range of choices.

Thus, although an “open future,”
rather like “unconditional love,” is a
powerful construct in thinking about
what parents owe their children, it cannot
be idealized out of context. It must be
examined in terms of what, notjust who,
opens or closes a future; what societal
conditions allow, and not just what lim-
its are set by the choices or behaviors of
parents. Unfortunately, Davis does not
fully grapple with these questions. Nor
does her lens always distinguish what
might be a different—non-White/middle
class—array of choices.

Using protection of the right to an
open future as a lens through which to
assess reproductive options made avail-
able (to some) by the new technologies
does lead to a fresh view of the forest,

but this tool alone cannot get us through
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the thicket of options. It appropriately
expands our attention beyond simplistic
arguments about individual autonomy
and the “right” to choose, but it does not
highlight sufficiently the determinants
of the options available and of one’s
ability to select among them. And these
contextual limitations on what most of
us are enabled to do and to choose—
what | have elsewhere called our
“response-ability” —necessarily restrict
the possible futures for most.

As | was finishing Genetic Dilem-
mas, the New York Times ran an Asso-
ciated Press article that announced:
“ Starting in August, expectant couples
can walk into an obstetrician’s office
and ask to be tested for any of 24 vari-
ations of the gene that causes cystic
fibrosis.” ' If nothing else, this news puts
the matter of choice into a reality con-
text. In the future, even more than at
present, choices will be determined and
futures opened and closed not by
women making decisions about the use
of genetic and reproductive technolo-
gies, but by insurance companies, med-
ical healthcare providers, biotechnology
and pharmaceutical companies, and
government officials who determine the
options put before us and set limits on
our abilities to respond. Readers who
keep these structural determinants in
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mind will have a rich engagement with
Davis's easily read, highly accessible,
and provocative (but not polemic) book.
Others will at least have their concep-
tions of autonomy broadened if not
challenged.

—Abhy Lippman

NOTE

Leslie Gornstein, The Associated Press,
“Panel: Gene Testing Not Ready for Prime
Time,” June 27, 2001.



Reformulating Professional
Ethics

Ethics and Excuses: The Crisis in
Professional Responsibility.

Banks McDowvell.

Westport, Conn: Quorum Books, 2000.
169 pp. $59.95 (Hardcover).

ome of us may be reluctant to read
Sa book that asks us to take excuses
seriously. This is not easy, accustomed as
we are to thinking of excuses as ways to
avoid responsibility. We want to pro-
mote a greater commitment to high eth-
ical standards, and it seems counter
intuitive that taking excuses seriously is
agood way to do that.

Nevertheless, taking ethical excus-
es seriously can sometimes help us bet-
ter understand the influences atwork in
the day-to-day lives of professionals.
Taking excuses seriously is important,
not because most excuses are legiti-
mate ones, but because the study of
excuses prepares both ethicists and pro-
fessionals to address the most important
and difficult issues in professional ethics
today. McDowell leads the reader to
reconsider the ways in which profes-
sional ethics are formulated.

We may suspect that someone who
relies on people’s excuses to reformulate

professional ethics may also lower stan-

dards to the level of actual behavior.
But that is not McDowell’'s agenda. He
advocates reformulating professional
ethics so that its standards and presen-
tation can more effectively shape behav-
ior and guide practice. The divergence
between standards and practice is part-
ly the result, he argues, of the failure by
those teaching ethical duties to address
the realities that professionals often face
at work.

Excuses help to identify the nature
of the gap between “ethical standards
and the needs and the problems of con-
temporary professional practice.” This
gap is the crisis referred to in the subti-
de. In chapters eight and nine, McDow-
ell identifies some of the considerations
that should influence the reformulation
of professional ethics. The model or
paradigm that has been used in devel-
oping professional ethics needs to be
changed. The model of a lone profes-
sional who works as a generalist in a
stable community, has long-term rela-
tionships with clients, and functions
largely in one-on-one situations is no
longer adequate. Most professionals
today work in groups, often as specialists
in bureaucratic organizations. The model
of professionals as autonomous experts
is no longer adequate; a better model
recognizes that professionals often work
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in an organizational setting that stresses
efficiency.

Professional ethics, McDoweU sug-
gests, must he reformulated with a bet-
ter understanding of the context in
which professionals work today. “ It may
seem incongmous to talk about the eth-
ical conduct of a law firm, a hospital, a
business corporation, or a governmen-
tal department, but that may be increas-
ingly our only alternative.” Professional
ethics must recognize that responsibil-
ity has shifted from individuals to insti-
tutions and organizations. This does not
mean that common business perspec-
tives should determine the standards
of professional ethics. Maintaining pro-
fessionalism often requires, in fact, chal-
lenging accepted business and economic
models.

McDowell
guestions about the compatibility of

challenges us with

common economic ideology with pro-
fessional ethics. There is a elash of val-
ues between the dominant economic
theory and professional ethics, but the
clash has not been addressed ade-
quately. It must be addressed if presen-
tations of professional ethics are going to
meet the needs of professionals. More-
over, social ethics, and a social justice
orientation, should play a part in for-

mulating and instilling business ethics.
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McDowell’s analysis of ethieal
excuses and his suggestions about the
need to reformulate professional ethics
are worth careful consideration. His
emphasis on the importanee of the orga-
nizational setting for professional ethics
fits well with the growing recognition of
the importanee of organizational ethics
in health care.

—Lteonard J. JVeber



Learning from Death

Compassion Sabbath: A Resource Kit.
Midwest Bioethics Center and the
Compassion Sahhath Task Force.
Kansas City, Mo.: Midwest Bioethics
Center, 1999. $75.

e resource kit is aresult of a pilot
project held in the Kansas City
in 1999, which

sought to prepare faith leaders, their

metropolitan area

congregations, and the larger commu-
nity to better minister to the spiritual
needs of their seriously iU and dying
members. Using a weekend model and
a community approach, the materials
prepared interested ministers to partic-
ipate in the “Compassionate Sabbath”
outreach held in February 2000.
Included in the three-ring, vinyl
binder kitis avideo “More Lessons From
the Angel of Death” ; a syllabus contain-
ing an introduction, an afterword, and
five resource sections; the special issue of
Bioethics Forum 16, no. 1 “Meditations
by Wm. G. Bartholome”; and the “ Caring
Conversations” workbook and study
guide.
The

Bartholome giving a public lecture

video presents William
sponsored by the University of Kansas
Medical Center's Department of Flisto-

ry and Philosophy of Medicine.

in 1999 of

metastatic adenocarcinoma of the

Bartholome, who died

esophagus, spent the last five years of
his life teaching an autopathographic
lesson on the values of dying and living
while dying. As Bartholome struggles to
speak in the video, the talking-head
camera angle does little to distract you
from a straightforward, lengthy lecture,
and it is only the compelling message
that keeps one attentive.

Worship resources include materi-
als from Christian, Jewish, Native Amer-
ican, Islamic, and Hindu traditions and
are intended for Christian corporate wor-
ship and for private devotion. The cita-
tions are rich and varied giving ample
selections for one to review.

The education/training section
includes six sessions on “For Every-
thing There is a Season—Faith Reflec-
tions on the End of Life” and five
sessions on “Caring Conversations—
More Lessons from the Angel of Death.”
Session plans include areflection piece,
discussion questions, leadership team
preparation materials, and a timeline
with content and suggested teaching
methods. Resource pages complete each
session.

The fifth section of the syllabus
lists Kansas-area and national resources
on grief, children, family, and end-of-life

SECOND OPINION: APRIL 2004 89

IN BRIEF



issues. Educating the reader about the
Last Acts Coalition takes up the sixth
section. The cochairs of the Compas-
sion Sabbath Task Force write the after-
word in which they restate the desire to
provide “new tools and stratagems for
religious leaders to inspire, educate,
comfort, and console those who rely on
them.”

“Caring Conversations: Making
your wishes known for end-of-life care”
combines the spiritual lessons of
Bartholome with workbook questions
designed to engage a social ritual that
helps persons plan for the end of life. The
workbook lists frequently asked ques-
tions about advance directives. Work-
book users are introduced to questions
regarding personal relationships, spiri-
tual/religious values, healthcare deci-
sions, career and work decisions, legal
documents, and financial matters. Both
“Advance Directives” and “A Durable
power of Attorney for Healthcare Deci-
sions” forms are enclosed.

As a resource kit, there are many
materials here to choose from when
designing a program or event of one’s
own. However, there is not a clear
instructional design that incorporates the
video, the special edition of the Bioethics
Forum, the “Caring Conversations”
Group Study Guide and Workbook, and
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the syllabus material. The parts remain
separate, and the user must build a uni-
fied whole. The developers, however,
have set forth a model of a community
approach to handhng this difficult topic,
and this is the greatest contribution of the
resource Kit.

—Mary Ann Clemens



Bioethics Past, Present, and
Future

The Nature and Prospect of Bioethics:
Interdisciplinary Perspectives.

Franklin G. Miller, John C. Fletcher, and
James M. Humbher, eds.

Totowa, N.J.: Humana Press, 2003.

206 pp. $44.50 (Hardcover).

etrospective assessments of
Rbioethics are in vogue. The field is
“old” enough (around 35, say most—not
all-in this hook) to offer the 21®"-century
surveyor some depth of perspective. This
interdisciplinary collection employs ret-
rospect in the service of prospect, and
functions as a kind of introduction to
the field. The editors’ intended audience
includes students and “even” degreed
academics and practicing professionals in
bioethics’ contributing disciplines who
lack an understanding of important
aspects of the field.

The editors believe that many in
these constituencies need a clearer pic-
ture of what bioethics is and what its
practitioners do, how an aspiring bioethi-
cist would prepare to “practice” in the
field, and-presumably not least-why
bioethics is a worthwhile profession.
They recruited prominent scholars to
trace the relationship between their

respective disciplines and bioethics: John

Arras (philosophy), James Childress
(religion), Howard Brody (medicine),
Eric Meslin (policy), Patricia Benner
(nursing), Kathryn Montgomery (liter-
ary studies), and Tina Stevens (history).

Editors MiUer, Fletcher, and Hum-
ber want to achieve four broad goals:
examining the roots of bioethics in
the several disciplines, showing how
bioethics needs these disciplines ifitis to
“flourish,” demonstrating “the value of
bioethics as a profession,” and indicating
likely future directions in bioethics schol-
arship. There
between the needs attributed to the

is some discrepancy

intended audience and the goals enun-
ciated for the book itself. WiU the read-
er, for example, really come away with a
clear sense of what bioethicists—perhaps
especially clinical bioethicists—do?
John Arras’ opening chapter begins
to allay such concerns. It provides a
concise sketch of the field's clinical, pol-
icy, and academic emphases and their
varying relationships to philosophy.
Arras also offers constructive proposals
for reframing and reclaiming the use-
fulness of philosophy for bioethics. While
Arras speaks for the discipline that has
been most influential in shaping
bioethics, Kathryn Montgomery advo-
cates for “genuine interdisciplinarity” as

she offers a sustained critique of “med-
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ical ethics” in light of literature and lit-
erary theory. If some ethicists believe
that bioethics is now largely a matter of
applying known answers to clinical
FAQs, Montgomery counters that the
persistent reemergence in clinicians’
experience of supposedly answered
guestions shows that, in fact, “most
issues are far from settled.”

Eric Meslin’s illuminating presen-
tation of the challenges of conducting
policy analysis in governmental bioethics
commissions provides a useful backdrop
for James Childress’ consideration of
the role of religion and theology in pub-
lic policy. Childress’ chapter comes
alive in this discussion, where he press-
es the argument that “religious per-
spectives and voices” have a legitimate,
indeed important, role in “public rea-
son” and the process of policy making.
They can expand our moral imagina-
tion, advance moral positions that do
not depend solely on underlying reli-
gious commitments, and articulate
important features of the “background
culture” (John Rawls) that will in any
case influence public opinion on issues.
(Childress adds, with equal conviction,
that religious perspectives should not
control the content of policy decisions or
provide their public rationale.)

Appropriately, most of the
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“prospects” the authors propose are not
claims for a likely bioethics future, but
sketches of possible or desired futures
for bioethics and their discipline’s rela-
tionship to it. The editors’ emphasis on
identifying directions for future schol-
arship is mirrored in the tilt of most of
the essays toward the academic world
and its concerns rather than, say, the
world of clinical practice. On the whole,
this rich and wide-ranging collection
deserves to be read by its intended audi-
ence as well as others interested in what
bioethics is, how itgot here, and where
it may be headed.

One author's assessment of
bioethics as a social phenomenon
speaks particularly to “the value of
bioethics as a profession.” Those who
wonder, and perhaps worry, whether
bioethics has done—or can do—the good
it sets out to do may be unsettled, as |
was, by this observation from Tina
Stevens: “ [Bjioethics plays an impor-
tant role in buttressing biomedical
authority by midwifing the ultimate
social acceptance of exotic biotechno-
logical development.” Stevens adds that

the field has played an “‘ambiguous
role’” (Charles Rosenberg) because
“bioethics legitimizes authority by ques-
tioning it...”

The paradox of legitimizing while



ostensibly criticizing dogs the field at
least in part because bioethicists have
ineluctably become allied with, and
dependent upon, those who invite their
“critical” advice. How to address this
paradox, and the social and institution-
al relationships that shape it, is surely a
central challenge for bioethics in this
generation.

-David B. McCurdy

SECOND OPINION: APRIL 2004

93

IN BRIEF



fe"-* m
* ;V' (VA%

St.-
kel

i®k
Li*.

OA

mf'



RELIGIOUS TRADITIONS AND HEALTHCARE DECISIONS

Park Ridge Center Handbook Series
Newly Updated and Expanded

ach handbook contains a historical synopsis of the
Etradition, as well as its fundamental beliefs about health-
Huny Dmeor care issues and a discussion of the observances
and practices that relate to care of the sick. All the older
handbooks were thoroughly reviewed, nearly all were revised,
and several have been completely rewritten.
Four new handbooks have been added to the series.

The Hindu Tradition

An indispensable referencefor healthcare institutions and
practicing clinicians.

8.5 x 11"; 12 PP.-36 pp.
Complete series (notebook with vinyl binder cover) .... $129.95
Individual handbooKS..........occii i, $6.95

Expanded series now includes:

Anabaptist Tradition (Completely rewritten) Latter-day Saints Tradition
Assemblies of God Tradition (New) Lutheran Tradition
Buddhist Tradition Orthodox Christian Tradition
Christian Science Tradition (Completely rewritten) Presbyterian Church (USA)
Tradition (Completely rewritten)
Church of God in Christ (New) Roman Catholic Tradition
Episcopal Tradition (Completely rewritten) Seventh-day Adventist Tradition
Hindu Tradition (New) Southern Baptist Tradition (New)
Islamic Tradition United Church of Christ
Jehovah's Witness Tradition United Methodist Tradition

Jewish Tradition

All sales subject to shipping charges; please inquire before ordering. Sales to Illinois
residents subject to 8.25% sales tax. To inquire: Call the Park Ridge Center at
(847) 384-3504/3507, or e-mail: Al.Hurd(8advocatehealth.com. To order: Fax
purchase order to (847) 384-3557, or send check or money order payable to the
Park Ridge Center, 205 West Touhy Ave., Suite 203, Park Ridge, IL 60068-4202.
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PARK RIDGE CENTER PUBLICATIONS

Available in limited quantities directly from the Park Ridge Center

By M. Christian Green and Paul D. Numrich

rich picture of religious viewpoints on reproductive

health, marriage and family, adoleseent sexuality,
homosexuality, and the role of women. Covers eight major
traditions: Catholieism; Judaism; Buddhism; Hinduism; and
liberal, eonservative, and moderate Protestantism.

85x1196 pp.
Paperback . . . $12.95

An educational program for home care and adult day service
workers. Includes: Reconceptualizing Ethics and Community-
Based Carefor Elders, by Martha B. Holstein; instruetor’'s
guides; caregivers’ workbooks; and video with user’s guide.

Winner of 2001 Silver Hugo Awardfor Best Adult Education Video.

10 x 12" vinyl album
Entire package . .. $129.00

Also available:

Physician-Assisted Suicide: Religious and Public Policy Perspectives
By Edwin R. DuBose

5x 8.5"; 90 pp.

Paperback . . . $8.95

Volumes in Health and Medicine in the Faith Traditions series
(inquire for availability)

Back issues of Second Opinion and The Park Ridge Center Bulletin
(inquire for availability)

All sales subject to shipping charges; please inquire before ordering. Sales to Illinois
residents subject to 8.25% sales tax. To inquire; Call the Park Ridge Center at
(847) 384-3504/3507, or e-mail: Al.LHurd@advocatehealth.com. To order: Fax
purchase order to (847) 384-3557, or send check or money order payable to the
Park Ridge Center, 205 West Touhy Ave., Suite 203, Park Ridge, IL 60068-4202.


mailto:Al.Hurd@advocatehealth.com

ut



PARK RIDGE CENTER PUBLICATIONS

Available from the publisher, book sellers, online sources

By Philip J. Boyle, Edwin R. DuBose, Stephen J. Ellingson,
David E. Guinn, and David B. McCurdy

his essential and practical resource offers healthcare leaders a
Tguide for achieving consistently high levels of ethical practice
in their organizations. Numerous case studies apply ethics in a
wide variety of circumstances and institutional settings.

Selected as 2002 American College of Healthcare Executives James A.
Hamilton Book of the Year.

Jossey-Bass
6x9"; 340 pp. hardcover
List price . . . $58.95

Edited by Stephen Ellingson and M. Christian Green

ritten for the Park Ridge Center's Religion, Sexuality, and

Public Policy project, these essays explore “the diversity of
religious rituals and mythologies pertaining to sexuality ... in a
wide range of traditions, including Christianity, Islam, Buddhism,
Hinduism, and indigenous religions in Mesoamerica and other
locales.”

Routledge
6x9"; 272 pp. cloth/paper
List price . . . S85.00/S24.95
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