











Finding a Language, Creating a Space

by David Barmnard, Ph.D.

Previously published as the UPMC Comprehensive Palliative Care Program "Case of the Month,"”
Volume 1, No. 4 (Qctober 2001).

Case. Mr. L.O. was an elderly Russian immigrant to
Canada, admitted to the Palliative Care Unit of a Cana-
dian hospital with advanced rectal cancer. When L.O.
was first presented to the multidisciplinary team, his ma-
jor problems were identified as persistent rectal pain and
anxiety. The initial workup of the pain suggested a neu-
ropathic component, and adjustments were made toL.O.’s
medications. His complaints of pain and anxiety persisted
over the next several days. L.O. then began to experi-
ence temfying nightmares. Even during the day, when
he was awake, he would have what he called “flashes”
of frightening imagery, but the nightmares were the worst.
L.O. was so fearful of them that he resisted falling asleep
as much as he could. The images were horrific, often
violent, with L.O. sometimes being the victim of the vio-
lence, sometimes the perpetrator. A CT scan was or-
dered to investigate the possibility of brain metastases as
a contributing factor. At the same time, the attending
palliative care physician had a long interview with L.O.,
in which they explored the content of the nightmares in
depth. L.O. was an amateur artist, and the physician
suggested that he might sketch the images in his dreams,
or, if not the exact images, some rendering of how they
made him feel. L.O. did this. Subsequent conversations
revealed that L.O. was estranged from his children; the
main reason that he needed to be in the Palliative Care
Unit was that none of his children cared enough about
him to support him while he lived at home. L.Q.’s sketches
showed a small figure—himself—cowering at the bot-
tom of a deep pit, with another figure standing far above,
looking down.

The physician suggested that L.O., who had be-
come physically well enough for a weekend pass, bring
some of his previous paintings back with him to the Pal-
liative Care Unit. Within a few days, the sound of ham-
mering could be heard from L.O’s room. He was hang-
ing his pictures, 15 or 20 in all. Most were landscapes,
but there were also a portrait of a lovely young woman,
and a winter scene, all in black and silvery white, of a
snow- and ice-lined brook leading into a dark woods. The
next morning L.Q. reported that he had dreamed of eat-
ing a chicken dinner.

Discussion. Two features of this case are strilkang. The
first is the necessity of combining medical and psychoso-
cial approaches to L.O.’s nightmares and overwhelming
anxiety. Both the CT scan and several psychoactive medi-
cations were appropriate and helpful. But it was the in-
depth exploration of the content of the imagery, and even
more, the suggestion that L.O. use his art to capture his
emotional state in drawings, that appeared to unlock the
insights and emotions that lay beneath the anxiety and
terror. The physician succeeded in helping L.O. find a
language to express himself more effectively and con-
cretely than he had been able to do at a purely verbal
level. The physician found a form of expression that “fit”
the patient, even though that form was somewhat uncon-
ventional.

The second feature concerns the possibility of
creating a living space in the Palliative Care Unit where
L.O. could work his way to a feeling of peace and safety,
despite his estrangement. This use of the inpatient pallia-
tive care service would almost certainly be impossible in
the United States, with our minimal lengths of stay and
our restrictive utilization review requirements. L.O. died
in this Canadian palliative care unit many days after his
physical and emotional symptoms had been brought firmly
under control. But the inpatient environment remained
critical to his spiritual wellbeing. Even though the Cana-
dian health care system faces some of the same eco-
nomic pressures as that in the U.S., the possibility still
exists there for more flexibility to respond to the broadest
range of patient or family need, compared to the limits
imposed by hospice and palliative care financing in the
U.s.
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Dying Young: Cues from the Courts

by Rhonda Gay Hartman

In an age where longevity of life is coveted and
celebrated, dying young seems antithetical to the extraor-
dinary biomedical achievements that make possible the
extension and enhancement of hirman life. Yet, thousands
of children and adolescents die from disease and acci-
dent in hospitals or at home each year. Despite extensive
law and literature addressing end-of-life issues within the
context of adult patient care, there is little information
about the particular concems and challenges confronting
dying pediatric patients. This information is desirable not
only for improving the quality of care but, to some extent,
for providing a mirror that reflects the way we ought to
treat any dying patient.

Relatively few state courts have decided end-of-
life care for pediatric patients, although the short time
span from 1990-1992 witnessed state courts determining
the discontinuation of life-prolonging medical care for
pediatric patients. This time frame is notable in bioethics
and law because the United States Supreme Court de-
cided Cruzan, Congress enacted the Patient Self-Deter-
mination Act, and states, including Pennsylvania, passed
advance directive legislation. The cases are In re Chad
Eric Swan', In re Guardianship of Crum’, Matter of
Long Island Jewish Medical Center’, In re Jane Doe’,
In re Joelle Rosebush’ | and Belcher v. Charleston Area
Medical Center®. Each of these cases involved a dying
older child or adolescent. Petitioners in these cases were
hospitals and health care providers seeking clarification
of their role in the decision-making process, and parents
seeking declaratory relief from either civil or criminal li-
ability; one case was initiated by a county prosecutor and
three cases were appealed by the state following trial
court orders to permit de-escalation of medical treatment
for the minor patient.

Comprising “pediatric precedent” on which other
courts have since relied when deciding issues relating to
minors’ medical decision making, the courts in each case
responded to the issue of whether life-prolonging treat-
ment should be discontinued. In so doing, the courts em-
ployed either an autonomy-based (focusing on a minor
. patient’s right to refuse unwanted medical care) or a pa-

rens patrige-based (focusing on an assessment by the
court, in its role as parens patriae, of the minor’s best
interests) approach.

Collectively, these cases provide us with cues
about issues that merit closer examination in the clinical
environment where young patients are dying — issues that
warrant ethical discourse and educational development in
order to achieve optimal levels of understanding about
how the quality of care may be enhanced for young, dy-
ing patients. These issues include: patient decision mak-
ing and respect for pediatric patient preferences; the dy-
namic of the physician-pediatric patient relationship; the
appropriateness of third party involvement such as a
guardian ad litem when there is decision-making conflict;
and discussions concerning treatment options, including
the timely introduction of palliative treatment, hospice, and
home care.

Primary decision makers in pediatncs are par-
ents or guardians because minors, who are defined by
law as any person under eighteen years of age, are pre-
sumed to lack the complement of skills necessary for
medical decision making. In Matter of Long Island Jew-
ish Medical Center, for example, the New York Supreme
Court stated that minors lack the capacity to make deci-
sions concerning their medical treatment and refused to
allow Phillip Malcolm, who suffered from bone cancer
and was just weeks shy of his eighteenth birthday, to refuse
blood transfusion treatment due to his religious beliefs.
By contrast, the West Virginia Supreme Court of Appeals
in Belcher suggested that experience with life-threaten-
ing disease escalates maturity levels in minors, asserting
that “{i]t is difficult to imagine that a young person who is
under the age of majority, yet, who has undergone medi-
cal treatment for a permanent or recurring illness over
the course of a long period of time, may not be capable of
taking part with decisions concerning that treatment.” At
issue was muscular dystrophy patient Larry Belcher, who
died as a result of a DNR order that was authonzed by
Larry’s father in an attempt to de-escalate aggressive
measures to prolong Larry’s life. The state high court
remanded the case to the trial court for a determination
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of whether Larry had been mature and capable and, there-
fore, should have decided whether he would have wanted
a DNR order.

Like the West Virgmia high court in Belcher, other
courts have highlighted the importance of considering the
preferences of the pediatric patient. For instance, the
Supreme Judicial Court of Maine found 17-year-old Chad
Swan’s previous expressions that “if I can’t be myself.. .no
way...let me go to sleep” and “I would want somebody
to let me leave — to go in peace” as clear and convincing
evidence that Chad would not have wanted reinsertion of
a gastrostomy tube in his vegetative condition to prolong
his life. The Ohio Probate Court was similarly persuaded
by 12-year-old Dawn Crum’s observation about a little
boy with spina bifida — notably that she thought it was
unfair that he should live like that and that she would not
want to live like that — to conclude that “if she were
aware of her condition, Dawn would not want to remain
in her current state.” Dawn had acquired viral encepha-
litis, which caused her rapid deterioration into a chronic
vegetative state that required intubation. And, the Michi-
gan Court of Appeals, when deciding that life-support could
be removed from 12-year-old Joelle Rosebush, who was
unable to breathe without a respirator following an auto-
mobile accident that left her in a persistent vegetative
state, emphasized the legitimacy of pediatric patient pref-
erence by urging state legislators to consider the legal
validity of a minor’s advance directive.

Like most states, Pennsylvania’s advance direc-
tive legislation does not explicitly recognize a living will or
power of attomey executed by a minor, although the Ad-
vance Directive in Health Care Act includes high school
graduation and marriage as criteria for having a legally
valid written declaration of wishes.” Information is de-
sirable about how an advance directive would potentially
impact the dynamic of family relationships, particularly
between parent and child, including whether an advance
directive could allay parental guilt and grief in decision
making about the minor’s care and whether an advance
directive would impact the interpersonal responsiveness
to the pediatric patient during the dying process. Also
deserving cntical exploration in the clinical setting is
whether an advance directive would provide a terminally
1ll pediatric patient with a sense of empowerment, con-
trol, and even relief, including a sense that she can shape
the perceptions of others about her dying and achieve
depths of personal meaning.

The courts in Swan, Crum, and Rosebush also
raise a question concerning the level of evidence for hon-

oring a pediatric patient’s wishes to forego life-prolonging
care. The Maine Supreme Judicial Court in Swan, for
example, ruled that Chad’s previously expressed wishes
constituted clear and convincing evidence that he would
not now agree to reinsertion of the gastrostomy tube to
prolong his life, in contrast to the ruling of the Michigan
Court of Appeals in Rosebush, which rejected a clear
and convincing evidentiary standard of a teenager’s prior
wishes “because its adoption would preclude the termi-
nation of life-support efforts for minors, in direct contra-
diction of the right to refuse medical treatment.” Ac-
cording to the Michigan appellate court, the best approxi-
mation of any patient’s preferences on the basis of avail-
able evidence suffices.

If the preferences of minor patients should be
considered and even respected in determining their end-
of-life care, the dynamic between health care provider
and patient take on heightened importance for the deci-
sion-making process. Particularly, decision-making ca-
pacity is not monolithic; rather, it requires a set of collabo-
rative skills between patient and physician. Such collabo-
ration entails a dialogical model for physician involvement
to facilitate a pediatric patient’s skills for imagining the
dying process and for fitting it in with who the patient is,
to determine how the patient processes the concept of
dying, to obviate psychological and emotional barriers that
prevent a patient from being able to process his or her
own dying, and to optimize the pediatric patient’s deci-
sion-making capability for determining his or her well-
being. Facilitating exercise of these skills by a pediatric
patient through dialogue is an altruistic measure of the
physician as a steward to parens patriae that ultimately
fosters autonomy by enabling the adolescent to achieve
both knowledge of self and self-knowledge. In the end,
beneficent treatment requires a proactive, rather than in-
active, stance of health care providers when caring for
pediatric patients, thereby promoting the young patient’s
sense of autonomous well-being. An omission to engage
the patient arguably transforms into harm to pediatric pa-
tients confronting their own dying and undercuts the
physician’s ethical obligation of nonmaleficence -dono
harm. Consequently, the contours of beneficence and
nonmaleficence for pediatric patient care compel closer
consideration and clarification.

Another cue from the courts concemns third party
involvement when there is conflict in decision making about
the end-of-life care for a pediatric patient. Conflicts that
reach the courts usually result in court appointment of a
guardian ad litem. Guardians ad litem advance the best
interests of the minor following an independent investiga-
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tion and evaluation of the facts. Yet, the court in Rose-
bush stated that a guardian ad litem should only be ap-
pointed to exercise legal rights on a minor’s behal f when
either the parents or surrogate decision makers are in-
competent or other family members are unavailable or
unwilling to act as surrogates. Insofar as the appoint-
ment of a guardian ad litem is contingent on the absence
of a surrogate decision maker for the purpose of exercis-
ing the minor's decisional autonomy, the Michigan appel-
late court recasts the role of guardian ad /item akin to a
patient advocate that is afforded adults by statute and/or
by institutional procedures.

The appellate courts in Swan and Crum, more-
over, support conclusions for withdrawal of life-sustain-
- ing treatment by referring to the guardian ad litem’s agree-
ment concerning withdrawal, raising questions for critical
examination about guardian ad litem appointments, the
guardian ad litem’s role, and the weight afforded the
guardian ad litem’s recommendations. Stated differently,
if the guardians ad /item in Swan and Crum had dis-
agreed about the withdrawal of life-sustaining treatment,
itis uncertain whether that disagreement would have been
altogether persuasive to these courts’ analyses. Would it
have mattered at all? Thus, appointments of guardians
ad litem in medical decision making concerning pediatric
patients present issues worthy of exploration beyond the
clinical setting.

Yet another cue from common law conceming
the care of dying pediatric patients entails the quality of
care. Of the courts that recognized a minor’s legal au-
tonomy for refusing life-sustaining treatment, only the
Maine Supreme Judicial Court emphasized the quality of
life at Chad Swan’s end of life. Indeed, the court punctu-
ated its opinion with palliation treatment concerns, stating
that, although it was “appropriate to leave to the parents
the effectuation of Chad’s medical decision,” they should
“ensure that Chad receives the palliative care necessary
to meet his needs for humane treatment.” In so doing,
the court shifted its focus from medical outcome of cure
and/or life prolangation to quality of care while dying. This
statement by the Maine high court suggests the impor-
tance and timeliness of discussions concerning palliation.
Attention to exhausting all curative options in pediatrics
prior to considering palliative care arguably delays the
timely introduction of palliation or referral to palliation
specialists. Other points requiring careful consideration
in the clinical environment where medical perceptions and
approaches to death and dying continue to evolve include:
at what stage should physicians discuss palliative treat-
ment with parents and, when possible, the pediatric pa-

-

tient, who should be involved in the discussion, and what
treatment options constitute “humane treatment.” Al-
though not squarely addressing “humane treatment”, the
Ohio Probate Court in Crum underscored the significance
of pain management, comfort and dignity for a dying child
or adolescent — qualities commonly associated with pal-
liation and hospice. Increasing information about symp-
tom and pain management, as well as how to effectively
treat the emotional and spiritual needs of dying pediatric
patients, would add richness to the Maine high court’s
directive of “humane treatment.”

Death is inherently individual and solitary — ulti-
mately, one dies alone, However, the process of dying
should be inscribed with support and empathy for the
emotional and spiritual needs of any patient. Thus, cues
from the courts that have confronted the issue of discon-
tinuation of life-prolonging care for pediatric patients pro-
vide a starting point for examining the clinical, ethical, and
legal issues impacting this specialized area of care and,
most importantly, for enhancing the quality of care af-
forded those patients who are dying young.®
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Allow Me to Introduce James Dwyer, Ph.D.,
New Associate Director of the CEP

by Rosa Lynn Pinkus, Ph.D.

The Consortium Ethics Program extends a heartfelt and enthusiastic welcome to James D. Dwyer, Ph.D.,
who will be joining our faculty as Associate Director on July 1, 2002. Jim has taught philosophy and medical ethics for
the past twelve years in both clinical and academic settings at New York University. He was awarded the “Machette
Award for Qutstanding Teaching” at the University of Irvine, California early in his career, in 1980. In 1994, NYU
College of Arts and Science followed suit by presenting him with the “Qutstanding Teaching Award.” Jim has been
characterized as “exceptional in his grasp of students’ thoughts and in his ability to challenge them.” Even-handed,
rational, yet concerned best describes his teaching style. Finally, he is noted for not just teaching facts, but also
encouraging students to undersiand others’ views, to challenge their own beliefs, and to grasp how those positions
should and could be assessed and improved.

While at NYU, Jim served as a member of the ethics committee of the N.Y.U. Hospital, Bellevue Hospital,
and the New York VA Medical Center. A colleague who chaired these committees during Jim’s tenure offered that
Jim “consistently elevated the quality of the discussion at these meetings by his ability to quickly identify and assess
the weight of competing ethical principles in the case being considered and by his thoughtful insights and comments on
other relevant issues.” In addition to serving on these various committeés, he formed an ethics committee for the
Student Health Service at NYU.

Much of the education in the CEP takes place in our member institutions. Talks to ethics committees,
Nursing Grand Rounds, Ethics Week presentations, and community “fireside chats” anchor the ethics education
network to the frontline where caretakers face the day-to-day dilemmas that are at the center of their practice.
When Jim interviewed, he studied the map of Western Pennsylvania and Ohio that we have posted on the office wall.
We talked about Bradford Hospital in the Allegheny Forest, Butler and Grove City “up north.” Then there was the
nexus of hospitals within driving distance from the Center—Braddock, West Penn, St. Margaret, Canterbury Place—
and those of the East: Latrobe, Indiana, and Punxatawny. Jim’s lively sense of humor and his ability to listen, carefully
combined with his “quiet, reserved, and dignified manner,” will provide 2 welcome presence in your hospitals. The
fact that in addition to all the basic issues in medical ethics, he has presented talks ranging from ethical issues in
Surgery, Neurology, Rehabilitation, Human Genetics, and Human Cloning as well as issues related to *“Global Dispari-
ties in Health and Moral Duties to Assist,” should start you all thinking about what you would like to ask him to talk
about first!

Finally, Jim is an accomplished author. He has recently begun to write short stories based on his clinical
experiences and [ look forward to reading and hearing more of this creative bent in his work. His published articles
thus far are both scholarly clearly written. They speak to the interdisciplinary audience that characterizes the field of
bioethics. For those of you curious to learn about Professor Dwyer first hand,, we direct you to the following;

“Case Study: Seventy Ova,” Hastings Center Report 31, no. 4 (2001): 13-14.

“Babel, Justice, and Democracy: Reflections on a Shortage of Interpreters at a Public Hospital,” Hastings
Center Report 31, no. 2 (2001): 31-36.

“Case Study: Ignore the Law?” with Lloyd Wasserman, Hastings Center Report 30, no. 4 (2000): 22-23.
“Medicine and the Arts: Frankenstein by Mary Shelley,” Academic Medicine 74, no.7 {(1999): §04-5..

“The Difficult Patient,” with Lewis Goldfrank and Jeremy Simon, Emergency Medicine Clinics of North
America 17,n0.2 (1999): 353-70.

[
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So, it is with this brief introduction that [ announce our new Associate Director. You can call him after July
1 (412-647-5789) just to say hello, or you will have the chance to meet him in person at the Retreat.
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Thank Pou
e T IOY T~

Our sincere thanks to

RHoNDA GAY HArTMAN, ].D., PH.D.

I would like to personally thank Rhonda Gay Hartman, JD, Ph.D., who served as Interim Assistant Director for the
CEP this year, for her enthusiastic, scholarly, and practical contributions to the program. In addition to carrying out
her teaching responsibilities with the Duquesne University School of Law and the University of Pittsburgh’s School of
Medicine, Rhonda presented more than thirty on-site educational programs this year. An enthusiastic faculty member
of the CEP since 1995, Rhonda is well-known in the Consortium for her engaging and knowledgeable presentations
at our seminar programs and at our retreats. '

Rhonda continued her impressive publication record by completing several manuscripts related to ethical and legal
issues in decision making by adolescents, including “Adolescent Decisional Autonomy for Medical Care: Physician
Perceptions and Practices” (8 University of Chicago Law School Roundtable, Fall 2001) and “New Age Evolu-
tionary Epistemology: Reviving Sir Karl Popper’s Philosophy of Science for Adolescent Legal Autonomy,” (submit-
ted and accepted for publication in the coming year). She served as guest editor and author for this newsletter and for
the thematic Community Ethics newsletter that focused on adolescent decision making.

Several special programs sponsored by the Consortium Ethics Program have benefited from Rhonda’s involvement.
These include the UPMC Ethics Policy Task Force and the UPMC Long Term Care Ethics Committee. She partici-
pated in two programs at Canterbury Place, first, as a facilitator for the Canterbury Place Board of Directors Retreat,
held on February 8-9, 2002, and second, by helping organize and speaking for the May 15th “Fireside Chat,” a unique
opportunity for residents and their families to ask questions and participate in a discussion about advance care
planning and medical decision making.

Rhonda was central in organizing the “Community Medical Ethics Project,” a series of community outreach talks on
medical ethics, sponsored by UPMC Horizon, Thiel College, and Holy Trinity Lutheran Church of Greenville, PA.
The first of these talks, which Rhonda presented on April 25, 2002, focused on informed consent and the importance
of on-going dialogue between patients and their physicians. Two more sessions are scheduled for June and Septem-
ber.

I'wish to take this time to thank her for these accomplishments and for just being part of our faculty this past year. So,
I say again, “Thank you, Rhonda!” I'm sure the entire program joins me in wishing you a productive and happy
summer, and we will plan to see you in September! Rhonda will continue to share her valuable insight and experience
with us as the Consortium spends its next academic year exploring the relationship between medical ethics and the
law.

T OO T~
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Qongratulations
T OO T~

The CEP extends its heartfelt congratulations to

MARYANNE Ferro, RN, BSN, M.Ep.

Who received

The Nancy Bohnet Award for Excellence
A Lifetime Achievement Award

The Nancy Bohnet Award for Excellence has been established in memory of Nancy Bohnet, VNA of
Western PA and a founding member as well as one of the early presidents of the Pennsylvania Hospice Network.
Through Nancy’s dedication she helped to create the roots of our hospice community. This award serves to honor
Nancy’s integrity, as she always focused on what was best for the patient, and her honesty, which was apparent in
all of her work.

Maryanne was presented with the Nancy Bohnet Award for Excellence at the Annual Meeting and
Conference of the Pennsylvania Hospice Network on April 29, 2002.

— T T OO T~

Congratulations to

ANDREW E. THURMAN, PC.

on the establishment of his solo practice in Pittsburgh.

Andy’s practice will focus exclusively on health care and nonprofit corporation law. Andy isalso an Adjunct
Professor of the Heinz School of Public Policy of Carnegie-Mellon University, where he teaches a graduate course
in Health Law and Policy. In addition, Mr. Thurman is one of the founders of The Alliance for Health Care Integrity,
anational initiative aimed at integrating the corporate ethics and compliance of health care providers and payers.

Prior to entering private practice, Mr. Thurman was the Assistant General Counsel of the West Penn
Allegheny Health System, where he coordinated the legal advice provided to Forbes Regional and Allegheny
Valley Hospitals while providing legal services relating to ethics, research and compliance for the entire system.
Andy has been involved in planning and teaching with the Consortium Ethics Program since its beginning in 1990.

Congratulations, Andy—We wish you all the best of luck!
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ConsoRrTIUM ETHICS PROGRAM
131H ANNUAL ETHICS RETREAT

ExPLORING THE RELATIONSHIP BETWEEN LAaw AND ETHics IN HEALTH CARE

September 20-22, 2002
Lakeview Resort & Conference Center
Morgantown, WV
Facurry:
Beth Chaitin, DHCE Jim Dwyer, Ph.D. Paul Han, MD Rhonda Hartman, JD, Ph.D.
University of Pittsburgh University of Pittsburgh University of Pittsburgh University of Pittsburgh
David Kelly, Ph.D. David Korman, Ph.D, Alan Meisel, ID
Duquesne University University of Pittsburgh University of Pittsburgh
Ellen Omond, Ph D. Rosa Lynn Pinkus, Ph.D. Stella Smetanka, JD Walter Smith, Ph.D.
UPMC Health System University of Pittsburgh University of Pittsburgh University of Pittsburgh
Alan Steinberg, JD Ronald Stiller, MD Andrew E, Thurman, P.C.
Horty, Springer & Mattern, P.C. UPMC Health System Private Practice
REeTREAT CoOSTS:

Registration Fee (paid to University of Pittsburgh):
» $125.00 per person {covers conference break service, supplies, and administrative costs)
Lodging (paid directly to Lakeview): $119.00 per night + tax

* Each room sleeps 1-4 persans (2 double beds)

» There is no additional fee for overnight guests

» Note: There are a limited number of two bedroom condominiums available on a “first come, first serve”
basis. Please inquire when you register. Condominium cost: $225.00 per night + tax.

Meal Plan (paid directly to Lakeview):
¢ $130.08 (incl. tax): Fri. Dinner, Sat. Breakfast, Lunch & Dinner, Sun. Breakfast and Lunch/Brunch

RESERVATION INFORMATION!

« Contact Lakeview Resort & Conference Center at 1-800-624-8300, Mon-Fri, 8am ~ 5pm, to make reservations
and payment arrangements for lodging & meals. A block of rooms has been reserved for the “University of
Pittsburgh Consortium Ethics Program.” Reservations must be made by August 20, 2001. After this date
any remaining rooms in the block will be released for general sale to the public.

*  Reservations must be guaranteed with a major credit card or payment with check or money order.

*  When making your reservations, you will need to indicate your choice of either the “Full American Plan”
{(lodging & meals) or the “Basic European Plan” {lodging only).

If you have questions or need further information, please contact Jody Stockdill at 412-647-5832.
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Focus on End-of-Life Care

On November 26, 2001, the Consortium Ethics Program sponsored EPEC (Education for Physicians on End-
of-Life Care) at the Wyndham Garden Hotel in Pittsburgh, PA. The EPEC program was developed by the American
Medical Association and funded by a grant from the Robert Wood Johnson Foundation. The complete EPEC Curricu-
lum includes material to teach physicians and other members of the health care team skills in end-of-life care.

The CEP’s one-day workshop stressed the acquisition of fundamental skills needed to care appropriately for
dying patients. Participants in the conference took part in both plenary and interactive small group sessions. Through
these sessions, they explored such topics as strategies for pain and symptom management; practical legal issues;
cormmunication between physician and patient, and the importance of advance care planning; and suggestions for
heaith care providers who must communicate bad news to patients and/or families. This unique program provided a
forum for sharing ideas about how health care providers may enhance the quality of a patient’s life at the end of life.
Robert Amold, M.D., David Bamnard, Ph.D., and Rosa Lynn Pinkus, Ph.D. were the course directors for the pro-
gram, and they were joined by Tadao Okada, M.D. and Patricia Klatt, Pharm.D. in presenting the educational
modules.

In addition to the EPEC conference, the University of Pittsburgh End-of-Life Providers Task Force is offer-
ing an additional, on-site educational session to be scheduled at your hospital. This session is aimed at increasing
physicians’ ability to encourage and engage in end-of-life conversations with patients and families. A trained facilita-
tor will visit your hospital (regardless of participation in the CEP-sponsored EPEC program) to lead an interactive
session specifically designed to enhance physician skills in end-of-life discussions with both patients and families. To
schedule this session, please contact Nicole Fowler at 412-692-4884 or fowlernr@msx.upmc.edu.

Summer Seminar in Health Care Ethics

University of Washington
Seattle, Washington
August 5-9, 2002

This annual one-week Seminar, chaired by Dr. Albert R. Jonsen, provides an intensive introduction to the
concepts, methods, and literature of health care ethics. It is directed to, and registration is limited to, physicians,
nurses, social workers, chaplains, teachers, and others involved in the care of patients or the education of providers.
The Seminar is designed to sufficiently familiarize health care professionals with the field of bioethics, and to provide
participants with skills and information sufficient to enable them to make competent ethical decisions in clinical
situations.

The registration deadline for the Surnmer Seminar is July 19, 2002, and enrollment is limited to 125 partici-
pants. For additional information or to receive a course brochure when available, please contact:

Marilyn J. Barnard, Manager
Continuing Education Program
University of Washington

Department of Medical History & Ethics
Campus Box 357120

Seattle, WA 98195-7120

Phone: (206) 616-1864

Fax: (206) 685-7515
mbarnard@u.washington.edu
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CONSORTIUM ETHICS PROGRAM

Rosa Lynn B. Pinkus, Ph.D., Director
Rhonda Gay Hartman, J.D., Ph.D., Editor, Interim Assistant Director
Jody Stockdill, Administrator
Elizabeth J. Stow, MA, Editorial Assistant

As always, we extend special words of thanks to Vira I. Heinz Endowment for contributing the seed money
to establish the Consortium Ethics Program. We are also deeply indebted to the Hospital Council of Western
Pennsylvania and the University of Pittsburgh Center for Bioethics and Health Law for their continued co-

sponsorship.

If you have suggestions or questions regarding the Consortium Ethics Program, wish to submit
information for an upcoming edition of Community Ethics, or wish to receive this newsletter, contact
Elizabeth Stow, Consortium Ethics Program, 3708 Fifth Avenue, Suite 300, Pittsburgh, PA 15213, phone
(412) 647-5734, fax (412) 647-5877, e-mail <cep+@pitt.edu>.
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