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E•L•N•E•Connections
Welcome to our Winter 2004 Issue!
The End-of-Life Nursing Education Consortium is pleased to bring you the winter 2004 issue of ELNEC Connections, a
quarterly newsletter to showcase efforts in end-of-life nursing education. This newsletter spotlights project developments and
provides resources that may be useful to you as an ELNEC trainer. ELNEC is a national education program to improve
end-of-life care by nurses, and is funded by a major grant from The Robert Wood Johnson Foundation and support from
the National Cancer Institute. ELNEC is administered through a partnership between the American Association of Colleges
of  Nursing (AACN) and the City of  Hope National Medical Center (COH).

End-of-Life Nursing Education Consortium

     Winter 2004

Curriculum Revised to Reach
American Indians

Linda Burhansstipanov, from the
Cherokee Indian Nation, understands that the
ELNEC curriculum is only as strong as the
number of educators and nurses reached.
She and her colleagues have been working
over the past few months to refine some of
the ELNEC curriculum so that it will be
more appropriate for an American Indian
audience. They have enhanced cultural issues
content and added more case studies and
interactive questions to the modules to

address issues of  various Indian tribes. When making changes, they gathered
input from the Cherokee, Yaqui, Navajo, Choctaw and Oglala Nations. Part
of their work includes incorporating the American Indian medicine wheel
with four concepts to represent each of the four directions of the wheel:
physical, mental-emotional, social and spiritual.

For more information about the work of  Linda and her colleagues,
contact NATAMLB@aol.com.

Are You Planning an ELNEC Course, But Don’t
Know How to Begin?
For most ELNEC trainers, teaching is the easy part. After all, you have your
slides already produced, your outline is concise, your talking points are clear,
and the case studies are relevant to your audience. However, finding a
conference room, obtaining continuing education credits, ordering food, and
reviewing the actual costs can be overwhelming.
     If you want to teach a course in 2004, we recommend that you review
Planning an ELNEC Course and complete the Notification Form, which are now
online at www.aacn.nche.edu/ELNEC. After receiving the Notification Form,
the Project Office will contact you within five working days to discuss your
upcoming course.
    Please feel free to contact the Project Office at 202-463-6930, x. 238 if
you have any questions about planning, organizing or promoting an upcom-
ing course. Find out whether any trainings have occurred in your state by checking the
Trainer Activity Map on page 2.

Four New Courses Offered to
Meet the Needs of Three
Nursing Specialties
The second Graduate ELNEC course will
be held on June 24-26, 2004 and the second
Pediatric Palliative Care Training Program
will be held August 12-14, 2004. Applications
for these courses are being accepted and may
be downloaded online.
     In addition, two courses geared to nurses
who work in various oncology settings will
be held February 19-21 and September 16-
18, 2004. Thanks to a partnership between
the Oncology Nursing Society (ONS), COH,
and AACN, these courses will improve end-
of-life care for cancer patients through a
national network of  oncology nurses
belonging to local ONS chapters.
    For more information on any of  these
courses, visit us online at
www.aacn.nche.edu/ELNEC.
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ELNEC Training News

Trainer Activity Map
Check map below to see how many trainings the project office reported in
your state. A total of 73 courses took place in 37 states over the past three
months.

Graduate Trainers Get Started
Applications for the second Graduate
ELNEC course are due March 10, 2004. See
below to read updates from graduate faculty
trained at the first course in June 2003.

“The Communication and Pain modules
were incorporated into a clinical application
course for A/GNP students in fall of 2003.”
Sheila Decker, sheila-decker@uiowa.edu
The University of Iowa College of Nursing

“In Spring of 2005, end-of-life case studies
and materials will be integrated into our
graduate course on Ethics, Legal and Health
Policy Issues.”
Joan Garity, joan.garity@umb.edu
University of Massachusetts-Boston

“Faculty and students attended my recent
lecture on Quality of Life Issues in End-of-Life
Care at the Integritas Insitute of the John Paul
II Newman Center on campus.”
Eileen Hacker, ehacker@uic.edu
University of Illinois at Chicago

“Modules have been incorporated into the
oncology and immunology MSN program.
Faculty from other adult and elder health
programs are invited to send students to
sections of interest.”
Roberta Kaplow, rkaplow@emory.edu
Emory University

“I have worked with Vanderbilt Divinity School to
get a joint MSN/MTS (Master’s in Theological
Studies) degree approved.  This program will
include materials on palliative and end-of-life care.”
Jim Pace, jim.pace@Vanderbilt.Edu
Vanderbilt University

Conference News

American Society of Pain
Management Nurses
Annual Conference
The ASPMN will host its
annual conference from
March 18 - 21, 2004 in

Myrtle Beach, SC. A pre-conference will
focus on seven ELNEC modules. For
details, contact Fran Hoh at
franapn@aol.com.

Training Courses
Palm Harbor, FL: February 11, 12 & 13, 2004
Sponsored by The Hospice of the Florida Suncoast, this course will help
participants develop teaching techniques to use in training others in end-of-life
care. For more information on this program or to schedule a training in your
area, contact Susan Bruno at 727-773-2530 or susanbruno@thehospice.org.
Details are also available at www.thehospice.org.

Palm Harbor, FL: February 26, 27 & 28, 2004
RTS (formerly known as Resolve Through Sharing) Bereavement Services,
will host this Perinatal Bereavement Program to help nurses meet the
needs of bereaved families when a baby dies during pregnancy or shortly
after birth. For more information, contact Susan Bruno at 727-773-2530 or
susanbruno@thehospice.org.

Overland Park, KS: April 30 & May 1, 2004
All nine ELNEC modules will be taught to RNs at Johnson County Com-
munity College. For more information, contact Penny L. Marshall-Chura at
pmarshal@jccc.net.

Trainers in the News
On December 30, 2003, an article titled “Facing Up to the Inevitable, in
Search of  a Good Death” by Jane E. Brody was printed in the New York
Times. Trainers Elizabeth Ford Pitorak and Rose Virani were quoted through-
out the piece, which addresses important end-of-life care issues such as
communication and pain management.
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Pediatrics Page
The need for an ELNEC Pediatric Palliative Care (PPC) Training has been widely documented.
According to a 2002  Institute of Medicine report, there are approximately 400,000 children living
with a chronic, life-threatening condition in the United States. Although there have been major medical
advances in the treatment of  these conditions, approximately 53,000 children die annually. The first
ELNEC-PPC course, held in August 2003, was funded by The Robert Wood Johnson Foundation.
To locate a trainer in your area, visit www.aacn.nche.edu/ELNEC/ELNECPediatric.htm.

Pediatric Palliative Care: Politically Speaking
In September 2003, Representative Deborah Pryce (R-OH) intro-
duced the Pediatric Palliative Care Act of 2003 (H.R. 3127) while
Senator Mike DeWine (R-OH) introduced the Senate companion bill
titled the Children’s Compassionate Care Act of  2003 (S. 1629).
These bills aim to improve the palliative and end-of-life care pro-
vided to children with life-threatening conditions. This legislation will
provide grants for expanded training of health professionals in
pediatric palliative care programs. Further, this legislation will fund
research in pediatric pain and symptom management and provide
Medicare/Medicaid and private sector pediatric palliative care
demonstration projects.
     Since you participated in a training program this past summer,
you have an increased knowledge related to palliative care for
children. Funding for these kinds of programs is nearly non-existent
and future grants are desperately needed so that our most vulnerable
children can receive the care they deserve.
     Your efforts are needed to garner attention and support for
this legislation. The goal is to get as many members of Congress
to cosponsor the legislation as possible. To facilitate your involve-
ment, sample letters have been created for you to personalize and are
available on the Write to Congress section of  the AACN Web site at
www.aacn.nche.edu/Government/WriteCongress.htm. You should
click on the Write to Congress button and follow the prompts. Once
your letter is complete, the Write to Congress system will locate your
appropriate legislators based on your address.

Local Trainings
Washington, DC: April 30 & May 1, 2004
The Association of  Pediatric Oncology Nurses (APON) will host a
two-day Pediatric Oncology ELNEC course at Children’s National
Medical Center. For more information, contact Debbie Lafond at
dlafond@cnmc.org

Duarte, CA: May 21 & 22, 2004
APON will host another two-day Pediatric Oncology ELNEC
course at the City of  Hope National Medical Center. For more
information, contact Karla Wilson at KWilson@coh.org.

St. Louis, MO: May 24-26, 2004
The Supportive Care of the Dying: A Coalition for Compassionate
Care is sponsoring a three-day train-the-trainer program focused on
pediatric palliative care. Space is limited to 100 participants. For
details, contact Carol Lieberman at carol.lieberman@providence.org.

Upcoming National Training
The second Pediatric Palliative Care Training
Program will take place August 12-14, 2004.
Registration, materials, breakfast, lunch, and a
welcome reception will be provided free of
charge. Applications are due April 1, 2004
and available online at www.aacn.nche.edu/
ELNEC/ELNECPediatric.htm.

Trainer Updates
Deborah Fisher, DFisher445@aol.com
Virginia Commonwealth University Health Systems,
Richmond, VA
Deborah is recruiting a multidisciplinary team
for a pediatric palliative care consulting team.
In addition to providing consultation on end-
of-life matters, the team will help establish a
pediatric palliative care suite on the pediatric
floor.

Margaret Conway-Orgel, mcorgel@msn.com
Children’s Hospital, Medical University of  South Carolina
Margaret, a neonatalogy nurse practitioner,
recently spoke at the Neonatal Pharmacology
Meeting in Charleston, SC on Ethics and
Medication Management in End-of-Life
Care. “It was great to have the modules set
up the way they were. They were very user
friendly,” said Margaret.

Additional Resources
Trainer Kay Frommelt of  Clarke University
(MA) recommends the following resources:

y Johnson, J. (1999). Keys to Helping Children
Deal with Death and Grief. Hauppauge, NY:
Barron’s Educational Series

y Shwiebert, P. & DeKlyen, C. (1999). Tear
Soup. Portland, OR: Grief  Watch

y Linholm, M.S., Schuurman, D.L. & Hoff, J.S.
(2002). After a Murder: A Workbook for Grieving
Kids. Portland, OR: The Dougy Center.
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Here is a snapshot of what some trainers have been doing since their ELNEC partici-
pation. Please send updates on your ELNEC activities, including pictures of
your training activities, to the Project Office at pmalloy@aacn.nche.edu by
March 29, 2004 for the spring issue.

ELNEC Trainer Roundup
○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○

Ginny Newman, vknewman@earthlink
Blue Ridge Hospice, Luray, VA
Ginny, who recently retired from teaching nursing for 25
years at the Helene Fuld School of Nursing in Camden
County, NJ, now works in hospice. She will be working with
her education director to present an ELNEC program in the
Spring of 2004.

Bonnie Walsh, bonniewalsh47@yahoo.com
United Hospice of Rockland, Nyack, NY
Bonnie taught an ELNEC course to 15 nurses. Since com-
pleting the training, these nurses qualify as “Palliative Care
Resource Nurses.”  In addition, Bonnie taught the Pain
module to 40 hospice nurses. The demand was so great for
this course that 25 people were put on a waiting list. Addi-
tional courses will be offered in 2004.

Anne Marie Kelly, 508-679-0011
Catholic Memorial Home, Fall River, MA
‘Interdisciplinary ELNEC’ was the theme of a recent
conference at this facility. Conference participants included
administrators, directors of nurses, educators, staff nurses,
social workers, and pastoral care counselors from hospitals,
long-term care and home care facilities.

Mary Ellen Cubbon, MCubbon@hospicecarenetwork.org
Hospice Care Network, Westbury, NY
Mary Ellen recently taught an ELNEC course and received
tremendous feedback on her use of  movie clips from Wit.
She used clips on breaking the bad news, the exam, the discussion
about DNR, the reading of  the bunnies story, and the final scene -
my mistake. She found the use of these movie clips to be
extremely powerful.

Karolyn Maughan, MaughanK@LOURDESRMC.com
Our Lady of Lourdes
Regional Medical Center,
Lafayette, LA
Karolyn recently presented
the ELNEC Culture
Module and used a panel
discussion forum with
representation from
Hindu, Buddhist, and
African-American cultures.
The panel started off by
each presenter discussing

their ethnic identity,
religion and spiritual needs specific to their culture for ten
minutes. They then took questions from the audience,
which focused on the roles played by the patient, family,
and community in regard to end-of-life issues. The panel
was also asked about the role of communication, such as
personal space, eye contact, touch, and opinions of health
care providers. The program was such a success that
Karolyn has been asked to present the content again,
representing different cultures.

Laura Cross, lauracross@okhealthlawyer.com
Scoggins & Cross, PLLC, Oklahoma City, OK
Since completing her ELNEC training, Laura has taught
seven training courses in Oklahoma. She and her col-
leagues, having trained almost 240 nurses, are working
with the University of Oklahoma to establish a network
of ELNEC-trained nurses that may help them research
end-of-life care in dfferent settings across the state.

Carol Evrard, Carol.Evrard@tmcmed.org
Truman Medical Center, Kansas City, MO
In preparation for a December 2003 JCAHO visit, Carol
used the ELNEC pain module to provide pain manage-
ment education to staff and physicians at her organization.
The staff could review the content and update their
education around the clock. She reports that the staff
appreciated having easy and quick access to information.

Bonnie Wendt, Bonnie.Wendt@state.mn.us
Minnesota Department of Health
Bonnie has been working with a team who is writing new
state licensing rules for hospices.  The patient’s bill of
rights will include the following new statement: “An
individual who receives hospice care has the right to have
pain and symptoms managed to the patient’s desired level
of comfort.” The new rule will also include minimum
staffing requirements for residential hospices.

Sandy Bryan, sbryan@shorehealth.org
Shore Health System of  Maryland, Inc.
Sandy planned an ELNEC training that covered one
module per week for nine weeks.  From 6:00 pm to 8:00
pm nurses came to learn more about end-of-life care.  A
buffet dinner was served each evening.  The two hours
provided time for case studies, illustrations, activities and
plenty of discussion.

○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○
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Training News & Resources
○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○ ○

Teaching ELNEC to Other Members of  the
Interdisciplinary Team
Trainers are recognizing the importance of  the interdisciplinary team in
the palliative care setting and finding ways to bring the content to all
team members. They report that two or three non-nurses may attend an
ELNEC training and have found that topics heavy with nursing
content, such as pain and symptom management, help other health
professionals understand nursing terminology and basic management
techniques.
    Linda Wynsma (lwynsma@chw.edu) from the California Hospital
Medical Center/Catholic Healthcare West collaborated with other mem-
bers of the interdisciplinary team to teach two ELNEC courses in Septem-
ber and November 2003. Linda reports that 200 people attended, of
which 158 were nurses. Other disciplines represented included social
workers (18), chaplains (27), pharmacists (2) and a respiratory therapist (1).
     Stephanie Myers Schim (s.schim@wayne.edu) from Wayne State
University College of Nursing (WSUCN) is also working with an
interdisciplinary team at the Detroit Medical Center and the WSUCN to
plan and develop a Center for Excellence in Palliative Care. As a result
of this connection, Stephanie has been teaching fourth-year medical
students and interns. She notes that the content is very well received by
her colleagues in medicine and that the ELNEC communication
materials nicely complement the EPEC content.

ELNEC Goes International
Nancy Diane Mannelli Brewer, NManelli-
Brewer@peacehealth.org
Hospice of Sacred Heart, Eugene, OR
Nancy recently returned from the first International
Congress on Hospice and Palliative Care in Rome.
While there, she presented the module on “Special

Considerations in Pediatric Palliative Care.” The staff at the Rome
Hospice Association are eager to work with Nancy in the next year
through a work exchange capacity as well as use her expertise in their
Palliative Care training program.

Melanie Steilen, Melanie@cicatelli.org
Cicatelli Associates, Inc, NY
Last fall, Melanie taught the “Grief and Bereavement” module to a
group of nurses and physicians working in HIV/AIDS throughout the
Caribbean. Melanie also works for an international program called “The
New York Link.”  In its third year, this program invites representatives
from seven to eight Caribbean countries to New York to be involved
in a Train the Trainer series on HIV/AIDS.

Jean Miller, jeanmiller@uri.edu
University of Rhode Island
Jean returned this fall from a trip to the Hospice of Hope in Romania
where she shared the ELNEC content with nurses.

Open Letter to
Trainers
Myra Christopher,
President and CEO of
the Midwest Bioethics
Center has written a letter
to all ELNEC trainers
about Bill Colby’s critically
acclaimed book, Long
Goodbye: The Deaths of
Nancy Cruzan, which is now available in
paperback. Myra encourages those in end-of-
life care to educate their communities about
the importance of  advance directives. Her
letter is posted online at
www.aacn.nche.edu/ELNEC/MCLetter.pdf.
     You may also communicate with Bill
Colby directly at Bcolby25@aol.com or
through the book’s Web site at
www.LongGoodbye.org.

Two Trainers Can Make A
Difference
Phyllis King and Peggy McConnell are
members of an interdisciplinary coalition in
the Washington County, TN region to
improve end-of-life care. The coalition is
made up of community leaders from the
Mountain States Health Alliance, faculty from
Milligan College and East Tennessee State
University, pastors, nursing home directors,
and hospice nurses. To learn more about their
work, contact Phyllis at PKING@Milligan.edu.

Video Recommendations
Becky Gilbert (bgilbert@capefearvalley.com)
at the Cape Fear Valley Health System (NC)
recommends using video clips from Dying
Young and Beaches for Module 1 and clips
from John Q for Module 8.

Gerontologic Palliative Care
Nursing
Marianne Matzo, PhD, APRN, FAAN, and
Deborah Sherman, PhD, APRN, FAAN,
have published this new book about caring
for older adult patients with progressive,
incurable illnesses. Published by Elsevier, this
book is available for $54.95 at
www.elsevier.com.

William Colby


