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A.  Specific Aims: 
 
The primary aim of this proposal is to improve end-of-life (EOL) care for cancer patients through 
the education of nurses trained through the national network of the ONS chapters.  In the year 
2001, approximately 553,400 Americans are expected to die of cancer-more than 1,500 people 
each day (1). This represents one in every four deaths in the United States. Disturbingly, more 
than 50% of patients at EOL experience under-treatment of symptoms, including pain, dyspnea, 
nausea, confusion, sadness, and existential distress. One of the primary reasons for this 
inadequate care is lack of knowledge by healthcare professionals, in large part due to limited 
education regarding EOL care (1). Oncology nurses are leaders in cancer care, serving in 
clinical, educational, research, and administrative roles. They are uniquely prepared to address 
the needs for improved care at end of life, yet little EOL information is currently included within 
oncology education.  The primary aim of this proposal will be achieved through 4 workshops for 
oncology nurse leaders representing their ONS chapters.  Workshop participants will receive 
approximately 22 hours of didactic and experiential training, supported by extensive written 
resources with all written and slide materials on CD-ROM to facilitate teaching of EOL content.  
There will be 60 nurses in attendance at each course composed of teams of 2 nurses from an 
ONS chapter, thus, a total of 240 participants is planned representing 120 ONS chapters 
competitively selected from across the nation.  Additional reinforcement and dissemination 
methods and extensive evaluation will provide a basis for the continuing education of these 
oncology nursing educators beyond the project period. These nursing educators will be 
expected to teach EOL content through the continuing education efforts of their ONS chapter. 
 
The project builds on the investigators’ previous experience with similar national workshops on 
pain management and palliative care education. Specifically, this project is an extension of the 
End of Life Nursing Education Consortium (ELNEC) developed by the City of Hope (COH) with 
the American Association of Colleges of Nursing (AACN) and funded by the Robert Wood 
Johnson Foundation. Whereas ELNEC focused on and was restricted to undergraduate nursing 
faculty (both associate degree and baccalaureate) and continuing education (CE) providers, the 
proposed project will be directed towards the nation’s oncology nurses through this very 
innovative project partnering the ELNEC investigators (COH and AACN) with the Oncology 
Nursing Society (ONS). 
 
Specific aims to be accomplished are to: 
 

1. Adapt the existing ELNEC curriculum and teaching materials to be cancer 
specific for use in this Oncology Nursing Education End of Life Care (ONE-
EOLC) project.  

2. Evaluate the impact of the curriculum on participants’ knowledge and attitudes 
about EOL care.  

3. Support the network of ONE-EOLC educators through the ONS chapters to 
share experiences in dissemination of the curriculum. 

4. Evaluate the effectiveness of participants’ implementation efforts within the ONS 
chapters. 

5. Describe issues related to dissemination of EOL education through CE efforts of 
ONS chapters. 

 



B. Background and Significance 
 
Need for Improved End of Life (EOL) Care 
The Institute of Medicine (IOM) released the highly influential report Approaching Death: 
Improving Care at the End of Life in 1997 (2). This report identified gaps in knowledge about care 
of those at end of life and the need for attention from biomedical, social sciences, and health 
service researchers. The report attempted to define what constitutes good care at the end of life 
and set forth an agenda to improve EOL care. In 1999, the National Cancer Policy Board 
(NCPB) identified the need for, but lack of, excellent palliative care for those dying from cancer 
in their report Ensuring Quality Cancer Care (3). This report recommended the provision of 
quality care at the end of life, with particular attention to management of cancer-related pain and 
appropriate referrals to palliative and hospice care.  More recently, the IOM in collaboration with 
the NCPB and the National Research Council released Improving Palliative Care for Cancer 
(2001) (4).  This report builds upon and advances the agenda set out in the IOM’s earlier 
document. Despite advances in the treatment of cancer, more than a half million people in the 
US will die of cancer each year, a number that will increase as the population ages (1).  
Currently, cancer patients often must choose between treatment with curative intent or comfort 
care. The report stresses that there is a need for both, in varying degrees throughout the course 
of the illness, with the goal being the best possible quality of life (QOL).  The report details a 
disturbing picture of the present condition of those dying from cancer including the finding that 
approximately 50% of those dying from cancer experience under-treatment of symptoms such 
as pain, dyspnea, nausea, confusion, and other physical problems.  Anxiety, depression, and 
existential distress are also under-recognized and under-treated. 
 
Numerous studies support the findings of the IOM report, detailing needless suffering from pain 
and physical symptoms, as well as emotional concerns (5-17). This lack of attention to physical 
and emotional distress occurs in the face of huge financial expenditures and significant 
emotional burden for families and caregivers. One quarter of Medicare dollars are spent in the 
last year of life, with half of that spent in the last month of life. Additionally, the patient, family, 
and society are confronted with significant costs, with the expenses associated with dying from 
cancer are approximately 20% higher when compared to other chronic illnesses (18). Few studies 
explore the long-term effects on family members and caregivers, but the emotional burden for 
those surviving the death of a loved one appears to be significant (19). 
 
The recent IOM/NCPB report details the reasons for these inadequacies in cancer care, 
including: 

• Separation of palliative and hospice care from potentially life-prolonging 
treatment. 

• Inadequate training of health care professionals in symptom management 
and other palliative care skills. 

• Inadequate standards of care and lack of accountability. 
• Disparities in care for African-Americans and other ethnic and socioeconomic 

segments of the population. 
• Insufficient public information related to end-of-life care. 
• Lack of data regarding the quality of care provided to those dying from 

cancer, and a lack of accountability for providing excellent care. 
 
The IOM/NCPB report emphasizes strategies for overcoming these inadequacies, including the 
need to correct the insufficient training of health care personnel. Several of these strategies 
include promotion of nursing, medicine, and social work faculty, along with expansion of 



educational materials and curriculum development.  This proposal focuses on this exact 
challenge presented by the IOM/NCPB and offers a national network of oncology leaders 
through the established strength of the Oncology Nursing Society. 
 
Cancer Care at End of Life  
In the United States, cancer remains second only to heart disease as a cause of death and 
currently accounts for approximately 22 percent of all deaths (1). More than one million newly 
diagnosed cancers occur annually, and approximately 550,000 deaths are attributed to cancer 
each year. On average, $32,000 is spent on the last year of life for cancer patients (18).  Among 
women, aged 35-74, cancer remains the leading cause of death. While recent data have begun 
to demonstrate a decline in the mortality rate attributable to heart disease, the overall mortality 
rate for the majority of adult onset cancers has remained somewhat steady during the past sixty 
years(20). While people are living longer after diagnosis secondary to earlier diagnosis, better 
prevention, and treatments improving survival time, actual disease specific mortality rates have 
been difficult to affect (2). Despite tremendous advances being made in both basic science 
laboratories as well as clinical research, the preponderance of epidemiological data would 
suggest only modest gains in five-year survival rates for most cancers. Patients continue to 
present with advanced disease, often for which little or no data exists for efficacy of treatment in 
improving survival rates. Lung cancer is now the most common cancer for both men and women 
in the United States, and accounts for approximately 20% of all cancer deaths (1). Unlike 
colorectal or prostate cancer where effective screening is available, little progress has been 
made in early detection of lung cancer, resulting in the majority of lung cancer patients 
presenting with later stage disease (1).   
 
Despite the explosion of growth in the pharmaceutical industry and accompanying expansion in 
chemotherapy options, and continued improvement in surgical techniques and safety, many 
cancers remain refractory to effective treatment. While continued widespread support in funding 
to better understand and eventually find a cure for cancer is strongly justified, the reality of the 
situation suggests that patients will continue to die of cancer in large numbers in the coming 
years. The goal of providing a comfortable and dignified death for cancer patients and their 
families therefore appears to be a worthwhile pursuit. 
 
Cancer patients are unique in that the majority is likely to undergo a multitude of treatment 
options throughout the course of their illness. The care of these patients is often interdisciplinary 
in nature, potentially involving a team of physicians, nurses, social workers and other healthcare 
professionals such as psychologists, physical therapists, pharmacists, occupational therapists, 
and clergy (5, 18). The nature of their disease can often result in a wide variety of treatment 
modalities, such as surgery, radiation therapy, and chemotherapy(21). Despite the best intentions 
for cure, these treatment modalities can all too often end with patients who are debilitated, 
weakened, financially strained and emotionally vulnerable (22). Illnesses can be prolonged and 
requirements for retreatment can be multiple. Identifying points of futility in further treatment can 
be extremely difficult for both the health care professionals caring for these patients as well as 
the patients themselves and their families (23, 24). 
 
The hospice movement has been a tremendous success in demonstrating the ability to provide 
a comfortable death under circumstances that are more acceptable to cancer patients. This has 
resulted in a much wider acceptance in the last decade of the importance of EOL care, and the 
ability of patients and family members to have a dignified, acceptable, and comfortable death. 
Most recent estimates demonstrated that over half of Medicare patients dying with a cancer 
diagnosis used at least some form of hospice care in 1998 (18). Despite the expansion of the 
hospice movement, however, the greatest majority of deaths in the United States continue to 



occur within healthcare institutions. Over the last century, a gradual industrialization of society, 
combined with the expansion of health care, and the disappearance of extended families, there 
was a tremendous shift in the place of death for individuals out of home and into institutions (2). 
By 1949, national statistics revealed that 49.5 percent of deaths occurred in institutions, with 
nearly 40 percent within hospitals. By 1958 this figure had risen to 61 percent and mortality 
statistics for 1980 showed that 74 percent of deaths occurred within institutions, with 60 percent 
of those in hospitals.  With the expansion of the hospice movement and changes in both 
Medicare and private insurance coverage for hospice, there has been some migration in the 
setting of deaths back into private homes and hospice care facilities. Nevertheless, late 1990 
data would suggest that approximately 40 percent of deaths continue to occur within hospitals, 
the vast majority being on inpatient wards (2). 
 
Hospice care, however, is certainly not without problems. The six month prognosis required for 
admission is extremely difficult to pinpoint in individual patient circumstances.  Also, physicians 
and other health care professionals are historically poor at estimating prognosis, often delaying 
admission to hospice (25). In addition, the requirement to formally consent that no additional 
attempts at curative medical care be made can result in the loss of this valuable service to 
younger patients who, along with their families and physicians, are more reluctant to withhold 
curative options, even when faced with equally bleak prognoses as an older population (26). 
Furthermore, the aggressive pursuit of Medicare fraud by the federal government may likely limit 
hospice care further, as healthcare providers seek additional assurance that their dying patients 
will not exceed the six month allowable time frame. This unfortunate combination of events has 
resulted in shorter and shorter mean hospice stays, diminishing from a mean of 90 days and a 
median of 36 days in 1990 down to only a mean of 51 days and a median of 25 days in 1998 
(27). Improving the quality of life for cancer patients at a much earlier stage, allowing the 
opportunity for family closure and family togetherness without unnecessarily financially 
burdening patients and families is all part of quality EOL care (28, 29). The need to address EOL 
care in cancer patients ideally needs to occur much earlier within our healthcare systems. To 
achieve this goal, however, a much broader acceptance of the understanding of EOL issues 
needs to be achieved among health care providers(30-32).  
 
Nursing Education in End of Life Care 
Since the first IOM report on improving care at the end of life was issued in 1997, and with the 
gradual expansion and acceptance of the field of palliative care, there have been increasing 
reports about the slow expansion in education efforts in end of life care (32-43). The IOM/NCPB 
report documents continued and widespread deficiencies in the training of health care 
professionals in end of life care (5, 44-48). Specifically, care for the dying is absent from most 
nursing and medical curricula. Among medical and nursing schools offering coursework in end-
of-life care, the majority have incorporated it within the context of other courses, or offered it as 
elective coursework (49-54).  Despite the publication of numerous consensus reports, standards 
and position statements from nursing organizations, attention to EOL care is limited in nursing 
curriculums(55-61).  Regarding nursing education and teaching resources, studies document that 
commonly used nursing textbooks dedicate very little attention, only 2% of content, to end-of-life 
care (62). Additional studies by Ferrell and colleagues further demonstrated deficiencies in 
nursing education regarding EOL care (62-66). 
 
ONS Chapter Needs Assessment 
In order to assess the need for this proposed project, the ONS Education department conducted 
a brief e-mail survey of the chapter presidents in July, 2002. Twenty-nine (29) chapters 
responded to the survey within 4 weeks time.  Twenty eight (28) said they were extremely 
interested in participating in the 3-day national conference and implementing the ELNEC 



oncology curriculum at the local level.  One chapter stated that their chapter was small and did 
not have the resources or interest at this time.  All (100%) stated that this program was 
appealing to oncology nurses. They were asked to rate on a scale of 0-10 the importance to 
oncology nursing practice of topics such as nursing care at the end of life, symptom 
management, grief, loss and bereavement and others. The average rating for all the topics was 
8, which indicates that these are areas of high importance to oncology nursing.  They were also 
asked how their chapter would implement the ELNEC curriculum at the chapter level and most 
responded that the information would be disseminated at the monthly chapter educational 
meetings.  Other ideas for dissemination included all day conferences, regional workshops, 
hospital inservices, and by communication via chapter e-mail and newsletter.  Strong interest 
and support of the project was demonstrated as summarized in Table 1. 
 

 
Table 1 

ONS Chapter Survey 
Needs Assessment 

n= 29 Chapters 
Conducted July, 2002 

Question Response 
1.  Would your chapter be interested in participating in the 
ELNEC ONCOLOGY programs by sending two local 
chapter members to attend a 3-day national conference 
and commit to implementing ELNEC at the local level? 
 

    28     Yes 
     1       No 
 

2.  Does this program sound appealing to you as an 
oncology nurse? 

    29     Yes 
     0      No  

 
3.  On a scale of (0=not important to 10=very important), 
how important are the following topics to the practice 
oncology nursing? 

Mean 
  8.38    Nursing Care at the End of Life 
  8.41    Pain Management 
  8.38    Symptom Management 
  8.55    Ethical/Legal Issues 
  8.14    Cultural Considerations 
  8.69    Communication 
  8.59    Grief, Loss, Bereavement 
  8.52    Preparation and Care for Time of   

Death 
  8.72    Achieving Quality Care at the End of 

Life 
4.  How would your chapter implement ELNEC at the 
chapter level? 
 

Most common responses: 
- Monthly meetings 
- Inservices at local hospitals 
- Half day program 
- Annual all day program 
- Make this a community effort 
- Host a regional conference 
- Plan a conference in conjunction with local 

hospices and nursing schools 
 

 



Additional studies report lack of knowledge by nurses regarding advance directives, as well as a 
desire to have had EOL care training during nursing education (67-68).  These serious deficiencies 
in nursing education occur despite reports outlining the need for symptom management and 
palliative care content within formal and continuing nursing education (69). 
 
One strategy to overcome these deficiencies, and to meet the recommendations advanced by 
the IOM reports, has been the development of the ELNEC. This 3 ½ year program, which began 
in February, 2000, was developed by the COH investigators in collaboration with the AACN to 
coordinate national nursing efforts related to EOL care issues. The overall goal of the program 
has been to enhance understanding among future nurses in caring for patients in the last stages 
of life. The ELNEC project, funded by the Robert Wood Johnson Foundation, has developed a 
core training curriculum to develop EOL expertise in faculty of undergraduate nursing programs 
and continuing education programs.  Graduate educators are now being trained through a 
Graduate ELNEC project which began in July, 2002 funded by NCI.  Based on the AACN 
“Peaceful Death” document  (11), the curriculum focuses on nine core areas in EOL care: 
overview of care at the EOL; pain management; symptom management; cultural considerations; 
ethical/legal issues; communication; grief, loss, and bereavement; preparation and care for the 
time of death; and achieving QOL at the EOL. Outlines of the ELNEC program modules are 
included in Appendix C.  
 
Seven extremely successful ELNEC training programs have been held to date; 5 being 
undergraduate and 2 CE providers.  The 550 participants from the 5 undergraduate ELNEC 
courses were experienced faculty with an average of 14 years in their faculty position (range=1-
48).  Pre-course curriculum surveys revealed both an interest and a need for EOL education 
improvement, and clear deficits across all content areas.  The adequacy of specific curriculum 
content in the schools was rated from 1=not adequate to 10=very adequate with the following 
results: cultural considerations of EOL care=4.5; preparation and care for the time of death=4.3; 
quality of care at the end of life=4.3; nursing care at the end of life=4.5; symptom 
management=5.0; ethical/legal issues=5.7; grief and bereavement=5.7; pain management=5.8 
and communication skills=5.8.  Surveys also revealed that the overall importance of EOL care 
content in the basic nursing education programs was high, at 9.2, with faculty receptiveness to 
increased EOL content at 8.0, but current teaching effectiveness at 7.1.  Effectiveness of their 
new graduates was rated a low 5.5 and overall curriculum effectiveness in EOL care 5.1. 
 
The 12 month follow-up data analysis for the two CE provider courses is still pending; however, 
data analysis of 12 month follow-up is complete for the first two undergraduate courses.  There 
was a response from 203 of 214 participants (95%).  On a scale of 0 = not effective to 10 = very 
effective, the faculty reported an improvement in their curriculum in each of the nine EOL 
content areas with an overall effectiveness of mean = 4.9 (pre-course) to mean = 6.7 (12 
months post-course).  The perceived importance of EOL was not altered and was still 
considered important at 12 months.  Faculty were asked the amount of time in the curriculum 
that had been added, modified, or revised to address EOL content from the ELNEC modules.  
The overall amount of time added or modified in a packed nursing curriculum was 10.4 hours 
after just 12-months post training.  Also reported was that 13,827 nursing students from 203 
schools received EOL education during the 12 months along with 2,585 practicing nurses from 
CE programs conducted through these schools.  These results provide clear evidence of the 
deficits found in the curriculum of nursing schools and the need for support in improving 
undergraduate education. 
 
Need for Oncology Nursing Education 



By design, the ELNEC courses to date have been focused on audiences other than oncology.  
The core courses supported through the COH/AACN ELNEC Project have been limited to 
faculty teaching in undergraduate nursing programs for five of the seven courses.  The final two 
courses have focused on continuing education providers, state boards of nursing, accrediting 
groups, and staff development educators.  Additionally, the Robert Wood Johnson Last Acts 
project included ELNEC training in five regional conferences over September, 2001 – 
September, 2002.  These courses were focused on hospices and palliative care programs and 
did attract some oncology educators.  In reviewing nurses who have attended ELNEC from all of 
the continuing education courses (Last Acts courses and COH/AACN CE provider courses) a 
total of 101 of 535 clinical educators (19%) were identified as being from the area of oncology, 
which equals only two educators per state.  The ELNEC investigators held a strategy session in 
June, 2002 to identify future needs and recognized the significant need for a project focused 
specifically on oncology nursing, and thus have designed this proposed project. 
 
C. Previous Research by the Investigators  
The COH investigators have an extensive record of training and research in areas of pain, 
quality of life. and end-of-life care.  Following is a brief summary of their related experience: 
 
COH Research 
(1) The first project, HOPE: Home care Outreach for Palliative care Education, began with a 
one-year pilot project from 1996 to 1997 funded by the Project on Death in America which 
developed and tested a curriculum to improve EOL care in home care.(65)  This program has 
been extended for the time period of 1998-2002 through a training grant funded by NCI with Dr. 
Ferrell as P.I. which is providing further implementation of the HOPE curriculum and a national 
trainers conference.  The content of the HOPE curriculum covers five modules of general 
palliative care principles, pain management, symptom management, family/communication and 
care at the actual time of death.  Through the NCI funded project, the HOPE curriculum has 
been extensively revised and implemented in 5 additional agencies with 153 participants 
completing the training.  Comparison of pre- and post- scores on end-of-life knowledge 
improved (p< .01) and overall rating of the course training was mean = 9.3 and for the course 
materials was mean = 9.4 (on a scale of 0 = poor to 10 = excellent).  The HOPE curriculum was 
further disseminated through a national conference attended by 50 home care agencies held in 
March, 2001.  This project concluded in March, 2002 (70). 
 
(2) The second project, the End of Life Nursing Education Consortium (ELNEC) is a 
comprehensive national effort led by Dr. Ferrell to improve EOL care by nurses and has been 
described above.  This 3 ½ year effort, which began February, 2000, entails the partnership of 
AACN and COH to coordinate national nursing efforts related to EOL issues.  The ELNEC 
project is also supported by an Advisory Board including multiple nursing and health care 
organizations.  Faculty attending the five undergraduate courses totaled 550 from 543 schools 
teaching undergraduate nursing students and represented all 50 states plus Washington DC, 
Virgin Islands and Puerto Rico.  Follow up evaluation averaged over these five courses rated 
the overall course effectiveness as 4.9 on a scale of 0 = low to 5 = high.  
 
(3) The third project, Dissemination of End of Life Education to Cancer Centers (DELEtCC) is a 
comprehensive, interdisciplinary project aimed at improving EOL care in cancer centers.  Led by 
Dr. Grant, the primary objective of this proposal will be achieved through four annual workshops 
for two representatives each from 75 cancer treatment centers.  Funded by the NCI in June, 
2001, the first course was held in June, 2002.  A total of 600 participants is planned with one 
course per year for four years.   Content includes topics identified through the ELNEC project 
expanded to include aspects of change related to institutional commitment, and a framework of 



continuous quality improvement.  Participants are selected from two tiers of staff at cancer 
centers: Tier 1 consists of nurses, social workers, administrators, and physicians, and tier 2 
consists of clergy, pharmacists, psychologists, rehabilitation professionals, and unlicensed 
personnel. Dissemination methods and extensive evaluation provides a basis for the continuing 
education of health care professionals beyond the project period.   
 
(4) Studies by Dr. Grant and colleagues led to the assessment of QOL as an outcome variable 
for cancer and the development of QOL instruments (71-72) in a study published in the journal 
Cancer, Dr. Ferrell applied the QOL concept to pain research through a study including cancer 
patients with and without pain and non-cancer patients (N = 150) to test QOL as an outcome for 
pain research(73).  This study had particular significance in demonstrating that pain is a 
significant factor in overall QOL and that cancer patients with pain had significantly decreased 
QOL when compared to cancer patients without pain.  In 1988-1989, the investigators (Grant 
and Ferrell) extended their research in QOL as an outcome of uncontrolled pain through a study 
that included interviews with 41 cancer patients with pain.  This study was published in Cancer 
Nursing.(74)   
 
(5) Dr. Grant’s interest in improving pain management practice through education began 
through her research in QOL and symptom management, and in her commitment to improving 
cancer practice through education and research.  Initial courses related to the management of 
cancer pain were conducted through continuing education efforts at COH.  Requests for these 
classes were received from hospitals, home care agencies, and skilled nursing facilities.  A 
grant from the United Way provided resources to implement a community outreach education 
program in which 57 half-day classes were provided to 21 community hospitals reaching 1,200 
nurse participants.  In skilled nursing facilities, 2,453 participants in 49 facilities attended 
classes.  Pre- and post-course measures revealed significant increases in knowledge and skills.  
Results have been published in The Journal of Continuing Education in Nursing.(75)   
 
(6) The demand for courses of increased depth and length was recognized and led to the 
development of a multi-day course for nurses.  The Pain Resource Nurse (PRN) Training 
Program was implemented in 1992 by Drs. Ferrell and Grant and involved a structured 
educational program on pain content to prepare one COH staff nurse on every unit and on every 
shift to function as a resource and role model for nursing assessment and intervention in pain 
management.  To assist the PRNs with role implementation and to maintain the momentum of 
the program, a variety of approaches were used.  Because of the success of the program, it has 
been extended to include nurses from COH and the community and repeated annually since 
1992 with an average attendance of 150 nurses per course.  Results of the first year of the PRN 
program were published in the Journal of Pain and Symptom Management.(76)   The program 
has been replicated in more than 80 institutions across the country and the 11th course was held 
at COH in September, 2002. 
 
(7) An additional education program involved the development, implementation, and evaluation 
of a project titled “An Institutional Commitment to Pain Management” which was supported by 
the Mayday Fund.  The program disseminated the tested COH pain education model to 32 
physician/nurse teams in settings throughout California.  Teams returned to their institutions to 
serve as role models and catalysts to change the practice of pain management.  Pre- and post-
course data included the Knowledge and Attitudes K&A Survey Related to Pain, the Pain 
Management Audit Tool (PMAT), and a summary of activities projected and completed over an 
eight-month period following the course.  Results revealed a wide variety of approaches to 
changing practice in the participating institutions to improve the management of pain.  Results 
were published in the Journal of Clinical Oncology. (77)   



 
(8) Interest in evaluating the improvement of institutional resources for improved cancer pain 
management was the impetus for a study examining re-admissions for uncontrolled pain.  Drs. 
Grant and Ferrell designed a study to compare all admissions in two time periods (1989-1990 
and 1993-1994) and to compare characteristics of those patients readmitted for uncontrolled 
pain.  It was hypothesized that institutional resources implemented between the two time 
periods would decrease the unscheduled re-admissions for uncontrolled pain.  Nursing 
strategies included the Pain Resource Nurse (PRN) Training Program, a hospital-wide pain 
audit, pain management as a Continuous Quality Improvement indicator, and a Clinical Nurse 
Specialist for pain management.  Readmission data included marital status, gender, ethnicity, 
number of days since previous discharge, nature of readmission, diagnosis, previous admission 
characteristics, secondary diagnoses, and procedures.  Unscheduled re-admissions for pain 
management decreased from 2,977 in the 1989-1990 fiscal year to 1,626 in the 1992-1993 
fiscal year.  The percentage of patients re-admitted for uncontrolled pain decreased from 8.6% 
(255 patients) of the unscheduled re-admitted population in 1989-1990 to 6.3% (103 patients) in 
1993-1994.  With 152 fewer re-admissions, a cost savings estimate of $1,500,400 is realized, 
using $1,700/day hospitalization costs for a six-day average readmission period.  Results were 
published in Nursing Clinics of North America.(78)  This study provided experience in assessing 
institutional outcomes of clinical practice change through education.   
 
(9) In recent years, advances in the treatment of cancer pain have resulted in a number of 
guidelines, standards, and various other resources to improve pain management.  In 1995, Dr. 
Ferrell received support from the Mayday Foundation to establish the Mayday Pain Resource 
Center (MPRC) to serve as a dissemination point linking resources derived from research, 
education, and clinical practice to settings where the quality of pain management could be 
improved.  Within the first three years, the MPRC’s distribution of resources totaled 41,525 
items provided to 19,612 individuals which included reprints of COH pain publications, 
standards of pain management, patient teaching materials, research instruments, 
documentation forms, policies and procedures.  Materials were mailed to individuals in 35 
countries and all 50 states.  In 1999, the resource center name was changed to the City of Hope 
Pain/Palliative Care Resource Center (PRC) to include palliative care resources.  Participants of 
this proposed project will have access to the PRC and these resources will assist participants to 
improve EOL care in their institutions.  An initial evaluation of the PRC project was completed 
and published in the Journal of Pharmaceutical Care in Pain and Symptom Management.(79)  
The PRC became available on the Web effective January 1, 1998.  Website visits have 
increased from 36,670 in 1999 to 268,630 in 2001.  More than 300 materials are listed and more 
than 200 are available on the website (http://prc.coh.org) which is updated monthly.   
 
(10) A recently completed study by Drs. Grant and Ferrell supported by NCI was “Cancer Pain 
Management Course for Nurse Educators” (R-25CA 57882, 1992-1996).  The purpose of this 
course was to provide pain management knowledge and related teaching approaches to 
undergraduate nursing school faculty.  Programs were held for 86 competitively selected nurse 
educators from 86 different undergraduate nursing schools representing 42 states.  Pre-course 
requirements included faculty demographics, pain management audits, pain curriculum 
evaluation, faculty knowledge and attitudes related to pain (K&A), and student K&A.  A total of 
1,635 undergraduate nursing students participated.  Students’ scores revealed major deficits in 
pain knowledge and attitudes.  Curriculum surveys revealed a need for increased pain 
management content in the curricula of participating schools.  Comparison of participants’ pre- 
and post-program goals illustrated that participants moved from increasing their own knowledge 
(pre-course) to implementing curriculum changes in their individual institutions (post-course).  



Analysis of four and nine-month follow up of goals revealed similar trends.  Participants’ pre- 
and post-K&As revealed improved scores following the program.(80-83)  
 
(11) Dr. Grant’s study funded by the National Cancer Institute (NCI) titled “Improving Clinical 
Practice in Cancer Pain Management.” provided three-day courses conducted by nationally 
recognized experts in pain management within a framework of Continuous Quality 
Improvement.  Competitively selected participants were drawn from hospitals, ambulatory care, 
physicians offices, and home care settings across the country.  A total of 144 nurses from 144 
institutions representing 40 states attended the courses.  Institutional commitment was fostered 
through required letters from the chief nurse, chief physician, and the CEO.  Pre-course 
requirements included pain K&A surveys from participants and a minimum of 20 staff from their 
institutions, chart audits from each institution, and a description of the institution’s current pain 
program.  Post course requirements included immediate post course K&A by participants, 12 
month-post course K&A from both participants and their staff, and 12 month evaluation of 
participants’ goal implementation and changes in the institution’s pain program.  Improvement in 
participants’ pre- and post K&A surveys revealed significant increases in knowledge. Goal 
refinement during the course revealed a change in focus from improvement of participants’ own 
knowledge to the need to improve knowledge and skills of those in their institutions.  Goals 
achieved within the first 12 months post-course focused on improving assessment of pain 
management, education of professional staff, and developing ways to evaluate the success of 
implementing pain standards.  Analysis of outcomes continues as the final 12 month data are 
being collected.  Preliminary results have been published and presented at a number of 
conferences.(84-87)

 
(12) Dr. Ferrell currently directs a training program funded by NCI for “Patient and Public 
Education in Cancer Pain Management” (R-25-CA77189, 1999-2002).  This course included 3 
national conferences to assist institutions with improving patient/public pain education.  
Originally intended for only 50 participants per course, the first course announcement resulted in 
180 applicants from 40 states.  A supplemental grant was received which provided 148 
individuals opportunity to attend the first course in January, 2000.  The second course held in 
October, 2000 filled to capacity without a mailing or course announcement from those on the 
waiting list or who have heard about the course from the first participants.  Follow-up evaluation 
from the program rated the overall course effectiveness at mean = 4.84 on a scale of 0 = low to 
5 = high.  The third and final course was held in October, 2001.  A paper based on this project 
was published in the Journal of Pain and Symptom Management (88).   This project concludes in 
October, 2002. 
 
(13) A major EOL care project involved a grant funded by the Robert Wood Johnson Foundation 
from 1997-2000.  This project, “Strengthening Nursing Education in End of Life Care”, involved 
several strategies for improved nursing education.  A major activity of this project involved 
review of more than 45,000 pages in 50 major nursing textbooks for content across nine EOL 
topics (62).  The final analysis revealed that only 2% of textbook content was related to EOL care.  
A parallel project done by medical investigators in collaboration with the COH found almost 
identical results in medical texts.(50)  This project also involved working with the National Council 
of State Boards of Nursing to improve EOL content in the nurse licensure examination, 
collaboration with several national nursing organizations and surveys of nurse educators and 
clinicians regarding EOL care.(63, 66)    This project led to the development of the ELNEC project.  
This project has resulted in several publications in journals including the Journal of Pain and 
Symptom Management, Oncology Nursing  Forum, Nursing Outlook, Journal of Palliative 
Medicine and others.  
 



AACN Research 
In response to important professional priorities, AACN has administered large grant-funded 
specialty education programs in end-of-life care, gerontology nursing, and community-based 
education.   The following grants and contracts are presently in operation: 

• Helene Fuld Health Trust – Extension of Community- based Undergraduate 
Nursing Education Initiatives; Leadership Grant for Development of Deans  

• John A. Hartford Foundation Grant – Enhancing Geriatric Nursing Education At 
Baccalaureate and Advanced Practice Levels; Award for Exceptional Curriculum 
in Geriatrics 

• Robert Wood Johnson Foundation  - National Nursing Workforce Initiative; End 
of Life Nursing Education Consortium (ELNEC). 

• U.S. Public Health Service, Health Resources & Services Administration – 
Secretary’s Award for Disease Prevention and Health Promotion; Development 
of National Competencies for Primary Care Nurse Practitioner Specialties 



 
ONS Research 
The ONS Steering Council annually reviews and develops the Oncology Nursing Society’s 
Educational Blueprint using data about cancer nursing trends and ONS member needs.  
Information is compiled from a variety of surveys, needs assessments, member comments, and 
other sources.  The Educational Blueprint is meant to give guidance on the organization’s 
educational priorities for the year.  EOL care is one of the key educational priorities for ONS 
related to clinical care.  EOL care/hospice, pain, and quality of life ranked in the top 10 research 
priorities in the 2000 ONS Research Priorities Survey.   
 
A recent survey conducted by ONS shows the demand for palliative care education is 
overwhelming.  The survey asked 2,300 nurses what they saw as their major concerns in day-
to-day practices.  The nurses reported the following major concerns related to EOL care: use of 
advanced directives; preserving patient choice; fear of causing death by giving pain 
medications; discontinuing life sustaining treatments; withholding nutrition and hydration; legal 
issues; request for assisted suicide; and, request for euthanasia.  Nurses also reported the need 
for more educational workshops involving EOL care.  To help provide this need, several 
palliative care sessions were held at the ONS 2002 Annual Congress.  These sessions covered 
such topics as Death and Dying (428 attendees), Pain in the Media (714 attendees) and 
Palliative Care Issues (504 attendees).  Additionally, a six-hour institute on EOL care was 
presented at the 2001 Institute of Learning Conference and was attended by 481 oncology 
professionals. 
 
ONS participated as one of the 23 specialty nursing organizations that took part in the Nursing 
Leadership Academy on End-of-Life Care sponsored by Johns Hopkins University and 
supported by a grant from the Robert Wood Johnson Foundation.  The ONS project for this 
program was entitled “Improving Care at the End-of-Life Care”.  The project supported ten ONS 
chapters in their efforts to develop community coalitions with the intended purpose of increasing 
public awareness regarding end-of-life issues.  The ONS Foundation provided a $20,000 grant 
to support seed money to ten chapters at $2,000 each to a) assist in the development of a 
community EOL coalition or join an existing coalition; b) raise awareness of EOL issues among 
diverse community members; c) assist in the development of a local EOL resource center; and 
d) provide educational events for professional and lay community members on EOL issues. 
 
The ONS chapters’ efforts encompassed community forums and educational offerings; 
professional educational programs; train-the-trainer programs; development of community 
resource centers, websites, and printed documents; attendance at health fairs; investigation into 
and development of programs that reflect cultural competence; significant publicity from local 
newspapers, talk radio shows, and local cable programming; and writing grant proposals to 
support ongoing work.  Approximately 440 professionals and 3330 laypersons were reached 
through this project.  Laura Fennimore, RN, MSN served as one of the ONS coordinators for 
this project. 
 
Summary of Previous Research 
In summary, the above studies illustrate the investigators’ wide range of experiences related to 
this proposal.  The investigators have a well-established record of educational research 
including topics of EOL care, pain management, K&A regarding pain, institutional barriers 
related to changing practice as well as pain and QOL issues.  Drs. Ferrell and Grant have 
worked together for 13 years and have benefited from these and numerous other experiences in 
conducting national oncology training programs.  They have collaborated with the Oncology 
Nursing Society and the American Association of Colleges of Nursing in numerous projects over 



their careers.  These previous studies will contribute to the proposed content of the training 
program and will build on the investigators’ experiences in conducting and evaluating 
educational programs.  
 
D. Research Design and Method 

  
 1.  Framework 

This training program responds to the findings of the NCPB-IOM study (2001) on improving EOL 
care for cancer patients as has been described above.  The framework designed for this 
educational program has three components: 1) Principles of Adult Education, 2) End-of-Life 
Care Content Areas and 3) Role Functions of Oncology Nurses.  The program design, 
implementation and evaluation are based on this framework (Figure 1). The end-of-life content 
will be disseminated through national training programs based on principles of adult education.  
The content will then be disseminated through ONS Chapters and implemented through the role 
functions of oncology nurses to impact cancer care. 
 

Figure 1 
Oncology Nursing Education in End of Life Care (ONE-EOLC) Framework 
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Principles of Adult Education 
Assumptions about adult learning are based largely on the works of Knowles(89).  He views adult 
learners as self-directed, having a resource of life experience, being ready to learn, and 
concerned with solving problems.  The adult learner needs immediate application of knowledge 
rather than delayed application.  These assumptions and principles of adult learning will be 
emphasized in faculty preparation and used to plan appropriate education methods for the 
overall courses and for the curriculum dissemination during the final year.  Teaching methods 
planned will vary dependent upon the content and include lectures for new information, 
discussion sessions for sharing and clarification, case studies and use of the case method, as 
well as demonstration and role playing.  Participants will be provided with multiple learning 
resources including lecture notes, slides, video clips and other educational tools.  Course 
content will also include teaching participants the principles of adult education so that 



participants can apply them as a foundation for implementing EOL content in the curriculum at 
their specific institutions.   
 
End of Life Content Areas 
The ONE-EOLC program will be a modification of the existing ELNEC curriculum.  The nine 
content areas of ELNEC are 1) Nursing Care at EOL, 2) Pain Management, 3) Symptom 
Management, 4) Ethical/ Legal Issues, 5) Culture, 6) Communication, 7) Grief, Loss and 
Bereavement, 8) Achieving Quality Care at the End of Life and 9) Preparation and Care at the 
Time of Death.  They were derived from an extensive review of palliative care literature and 
based on key documents such as the Precepts of Palliative Care which were identified by the 
Last Acts Palliative Care Task Force and published in December 1997(90).  Five overall precepts 
are identified: Respecting Patient Goals, Preferences, and Choices; Comprehensive Caring; 
Utilizing the Strengths of Interdisciplinary Resources; Acknowledging and Addressing Caregiver 
Concerns; and Building Systems and Mechanisms of Support.  The nine specific content areas 
of ELNEC are based on an extensive literature review, input from project advisors and 
consultants and from extensive peer review that resulted in the final nine content areas.  These 
nine areas will be retained for this oncology education program as they reflect the needs of 
cancer patients at the EOL, but content will be extensively revised within these areas to meet 
the specific needs of oncology care.  We anticipate these changes to address the special 
considerations of EOL care in cancer centers, unique settings such as hematology/BMT units, 
complex pain syndromes associated with cancer and symptoms common in advanced cancer or 
associated with treatment.  The content will reflect the many unique ethical issues in cancer 
such as decisions related to discontinuing treatment, communication of information regarding 
cancer diagnosis and prognosis and improving care at the time of death in cancer settings. 
 
Oncology Nursing Role Functions  
Oncology nursing practice occurs along a continuum of care across care delivery settings.  The 
nature of this nursing care spans the spectrum from prevention and acute care through 
rehabilitative and supportive care.  Each of these aspects of oncology nursing care may be 
provided in a variety of settings: inpatient, outpatient, hospice, and home care. The scope of 
oncology nursing encompasses clinical practice, education, consultation, research and 
administration.  Oncology nursing is directed toward the care of individuals, families, groups, 
and communities with potential or actual diagnosis of cancer.  The Education committee of the 
ONS believes that nurses involved in cancer care have the responsibility to develop knowledge, 
skills, and attitudes that promote competence in the field (91, 92). 
 
2.  Content and Scope of Educational Activities  
The objectives for this course are found in Appendix A.  The objectives address the nine 
components of end of life care reflected in the framework and course content.  The proposed 
agenda for the course is included in Appendix B.  The three day course timeframe is adapted 
from the undergraduate ELNEC courses.  The proposed agenda will be reviewed by the 
investigators and modified as needed as the final content revisions are completed.  The course 
materials are organized by the nine modules on EOL care.  Each of these modules will be 
reviewed by Patrick Coyne, RN, MSN, as content consultant, the faculty and the investigators in 
order to revise the materials from their current format for undergraduate use content appropriate 
for oncology education.  These revisions would include increasing the level of content as it has 
been written for basic nursing education, as well as making all content specific to oncology.  
Universal themes, referred to as “common threads” which are integrated throughout the 
curriculum include: 
 

• The family as the unit of care 



• The important role of the nurse as advocate 
• The importance of culture as an influence at the end of life 
• The critical need for attention to special populations such as children, the elderly, 

the poor, and the uninsured 
• End of life issues impact all systems of care across all settings 
• Critical financial issues influence end of life care 
• Interdisciplinary care is essential for quality care at the end of life 

 
The syllabus will include the following materials for each module: an overview, key messages, 
objectives, student outline, detailed faculty outline, case studies, references, Power Point slide 
content and other teaching resources.  The total current undergraduate syllabus is 974 pages in 
length, and it is anticipated that the ONE-EOLC syllabus will be of similar length.  ELNEC 
participants have consistently commented that these materials are invaluable in overcoming 
many obstacles to teaching EOL care such as limited time and resources.  Outlines of all 
current modules and an example of one complete undergraduate module (Module 7—Grief, 
Loss and Bereavement) are included in Appendix C. The materials are also provided on a CD-
ROM for easy use by the faculty to integrate ELNEC into existing materials or lectures.  
 
Course content is provided over a three-day period and through a total of four annual courses.  
(See Appendix B for agenda).  Day 1 begins with a welcome from the ONS by Laura 
Fennimore, RN, MSN, Director of Education.  She will provide a background of ONS 
involvement in EOL Education and discuss opportunities for ONS chapters’ dissemination.  This 
session is followed by a “getting started” session, presented by Dr. Marcia Grant.  Dr. Grant will 
present a summary of the pre-course survey completed by the chapters as well as give a 
background of the ELNEC project.  The next session is provided by Patrick Coyne, RN, MSN, 
which is an overview of the curriculum.  As one of the original ELNEC consultants, Patrick will 
trace the background of the ELNEC project and then focus the conference on the unique issues 
in cancer care.  He will review the curriculum changes that have occurred to make this an 
oncology specific course.  He will also review the syllabus contents and CD materials so the 
participants are aware of all of the resources available to them. 
 
The day proceeds with the presentation of the first module, Oncology Nursing Care at the End 
of Life, by Joan Panke, MA, RN, APRN.  This is followed by the training session for Module 1 
presented by Dr. Betty Ferrell and Laura Fennimore, RN, MSN.  This session incorporates 
brainstorming by the participants of all of the opportunities for implementing ONE-EOLC through 
the ONS chapters.  Module 2 is presented by Denice Economou, RN, MSN, AOCN, on the topic 
of pain management followed by the training session discussion on teaching pain management 
to oncology nurses by Denice Economou and Joan Panke.  Module 3 on symptom management 
is presented by Patrick Coyne, RN, MSN.  The day concludes with a symptom management 
non-drug lab which has been a highly successful component of the ELNEC courses.  In this 
non-drug lab, the participants rotate to 6 stations where they actually demonstrate various 
techniques of non-drug treatments for pain and other symptoms.  This highly interactive 
common demonstration format has been very effective as a teaching modality.  A description of 
the lab stations is attached to the program agenda.   
 
Day 2 is moderated by Patrick Coyne, RN, MSN, and begins with the presentation of Module 4 
on ethical/legal issues in oncology/palliative care by Connie Dahlin, RN, CS, ANP.  This is 
followed by an ethical/legal breakout session in which all faculty participate as small group 
leaders.  The small groups discuss common ethical dilemmas in oncology and how to best 
teach ethics content to oncology nurses.  This is a time where oncology nurses can discuss the 



common dilemmas they face such as discontinuing hydration or nutrition, family decisions 
regarding resuscitation, etc. 
 
Day 2 proceeds with the presentation of Module 5 on culture.  This is presented by Polly 
Mazanec, MSN, APRN, AOCN and is followed by a training session with use of video and also 
discussion of teaching strategies for increasing nurses awareness of cultural diversity in end of 
life care.  Following lunch, Module 6 is presented on the topic of communication by Maureen 
Lynch, RN, MSN.  The training session includes video clips and discussion as well as a role 
play listening exercise.  The day concludes with the presentation of Module 7 on grief, loss, and 
bereavement by Nessa Coyle, RN, MS, NP, FAAN.  The breakout session for Module 7 includes 
a focus on the oncology nurses own grief in dealing with chronic loss of cancer patients. 
 
Day 3 is moderated by Laura Fennimore, RN, MSN.  It begins with instructions regarding final 
goal refinement by Dr. Marcia Grant who guides the group through their goals for dissemination 
and also reminds them of the evaluation process.  The first formal presentation on Day 3, 
Module 8, is focused on achieving quality care at the end of life.  This module focuses on 
systems change and the importance of oncology nurses as leaders and change agents.  The 
final module preparation and care at the time of death is presented by Dr. Judy Paice.  This 
module focuses on ways to improve care in the hours surrounding the death and care of the 
body after death.  After the break, the chapter teams will then have two hours of time devoted to 
work together on their plans for dissemination.  This will also be a time of networking where 
teams can discuss ideas with each other and where the total faculty will be available for 
consultation.  The day concludes with a program summary and an emphasis on follow-up 
evaluation. 
 
Continuing education units (CEU’s) are provided to the participants and the training materials 
have been formatted to meet standard requirements for CEU’s provision to facilitate the 
chapters also being able to provide CEU’s in their dissemination efforts.  All of the role play, 
discussion, case studies, etc. in the curriculum will be refined or revised to focus specifically on 
oncology care.  As the previous ELNEC courses have attempted to be very generic addressing 
all types of chronic and terminal illnesses and all disease populations, it will be important to 
conduct this thorough revision to prepare the ONE-EOLC curriculum to ensure that it meets the 
unique and specific needs of oncology nurses. 
 
The COH/AACN investigators identified the very significant gap in their previous ELNEC 
activities in reaching oncology nurses, the target of this proposed project.  The optimum means 
of accessing oncology nurses is through the ONS chapters.  These local chapters implement 
the ONS Strategic Plan at the grassroots level and execute the Society’s mission – to promote 
excellence in oncology nursing and quality cancer care.  ONS offers members the opportunity to 
join a chapter, where they will have local access to education, information, peer support and 
leadership opportunities. 
 
ONS has partnered with the chapters to successfully provide local programming for national 
initiatives.  Most recently, ONS partnered with 30 chapters across the country to provide 
community-based Lung Cancer Awareness programs as one component of the National Lung 
Cancer Awareness Campaign.  Chapters host six to ten membership meetings annually, 
depending on size and participation.  A traditional chapter meeting is held over dinner followed 
by a continuing education program.  Many chapters also sponsor annual oncology nursing 
conferences, generally 1-2 days in length, to meet the educational needs of their members. 
 



Approximately 40% of the more than 30,000 ONS members belong to a local chapter.  ONS 
currently has 212 chapters in 49 states in the U.S.  The chapters range in size from 10-350 
members.  The average number of members in an ONS chapter is approximately 65.  To 
facilitate implementation, the investigators have designed the project so that each participating 
chapter will send a team of 2 participants thus 30 chapter teams will attend the conference.  
Thus a total of 60 participants will be selected for each course.  The total project involves 240 
participants representing 120 ONS chapters.  This will mean 120 of the 212 chapters (57%) will 
be trained in end of life nursing care in the courses.  Additional chapters will likely be reached as 
they participate in the dissemination efforts by other chapters.  For example, smaller or newer 
chapters may attend training sponsored by a chapter from their geographic area who attend the 
national training.  All chapters will be targeted through the end dissemination described below. 
 
3.  Procedures for Recruitment 
Applications will be sent from the national ONS office to all chapter presidents.  An article about 
the programs will appear in the ONS NEWS, which serves as the monthly newsletter that is 
distributed to all members.  Information about the program will also be distributed via the ONS 
E-NEWS and will be available on ONS ONLINE.  More than 18,000 ONS members are active 
users of the ONS website (see Appendix K for example of the website). 
 
The announcement of the ONE-EOLC courses will be sent electronically to the chapter 
president with multiple other forms of announcement of the course through the ONS and 
through the ELNEC website.  The announcement will direct the chapter president to the 
instructions for completing the chapter application.  Each chapter can nominate one team of two 
individuals from the chapter.  These individuals should be members who have the ability to 
implement education over the next two years through the chapter.  This may be a chapter officer 
such as the president, another elected official, a member of the education committee, or other 
active member of the chapter.  The investigators recognize that change may occur over the two 
years such as one of the trained participants moving away from the chapter.  The chapter board 
will be asked to make a commitment to see that the chapter goals for implementing ONE-EOLC 
continues should such change occur.  The chapters will be directed that the ONE-EOLC 
education can be implemented through monthly chapter meetings, annual conferences, or any 
other creative means by the chapters.  We anticipate that innovative models will occur across 
the chapters such as co-sponsorship with area cancer centers, collaboration with other clinical 
settings or education groups in the community, and perhaps co-sponsorship across chapters in 
the same geographic area.  Chapters will be allowed to charge usual registration fees for any 
conferences similar to those they would for other educational programs.  Chapters will be 
strongly encouraged to promote the ONE-EOLC training sessions throughout the community to 
nurses other than those who belong to their ONS chapter. 
 
We anticipate very successful recruitment for the project through ONS working in conjunction 
with the COH.  The ELNEC courses have been filled to capacity and there is tremendous 
interest from oncology nursing for this project as evidenced by the data in the needs 
assessment survey described above in the Background section, and letters of support 
(Appendix I).  A one-time mailing sent in the summer of 2000 for the ELNEC undergraduate 
program yielded 427 completed applicants for only 100 slots.  This was particularly impressive 
for a summer mailing and since only one faculty member per school was allowed.  We 
anticipate the oncology courses to be in even greater demand given the success and reputation 
of the ELNEC training to date and having the current situation of national awareness by 
oncology nursing of the need for improved end of life education.  This topic is also extremely 
timely given growing attention to the need for professional end of life education such as cited in 
the NCPB-IOM report and numerous other publications. Increasingly, states such as Virginia are 



mandating palliative care training programs for health care professionals (Virginia House 
Resolution No. 369).   
 
Announcements will also be published in key ONS publications including the monthly newsletter 
(ONS News), the official journal, (Oncology Nursing Forum) and the clinical journal (Clinical 
Journal of Oncology Nursing).  The application form is included as Appendix G and is modified 
from the previous ELNEC courses.  It provides information about the chapter team participants 
and their chapter.  The application process also requires a letter of support from the chapter 
board and asks the applicants to write goals for the implementation of the ONE-EOLC 
education.  This application process has been very successful in each of the R25 funded 
projects conducted by Drs. Ferrell and Grant as described in the preliminary studies section and 
in the previous ELNEC courses.  The application is designed to provide individual and chapter 
commitment to implementation of the education. 
 
A copy of the instrument used to evaluate the applications is also included in Appendix G.  
Priority is given to chapters in ethnically diverse communities.  Prior to attending the course, 
selected participants will be required to submit the pre-course materials as described in the 
evaluation section below.  Any team who fails to complete these pre-assessment tools will be 
replaced by an applicant from a waiting list.  This process was effective in obtaining 100% pre-
course data for the previous ELNEC courses.  
 
4.  Qualifications of Faculty 
Faculty qualifications are described based on the content they will be presenting in the training 
courses.  Biosketches for the faculty are provided in Appendix E.  Most of these faculty have 
presented this content in the ELNEC undergraduate courses and all have averaged a rating of 
>4.5 (on a scale of 0 = poor to 5 = excellent) in the evaluations from their previous ELNEC 
course presentation.  All have enthusiastically agreed to participate in this oncology education 
project.  All are experienced oncology nurses, involved in ONS and most have held leadership 
positions in their ONS chapters. 
 
The welcome session is presented by Laura Fennimore, RN, MSN.  She is a co-investigator and 
the Director of Education for ONS.  This session provides an official statement by the 
professional organization (ONS) of the importance of their participation. Laura also presents in 
the Module 1 training session and moderates Day 3 of the training program. 
 
Marcia Grant DNSc, FAAN presents the initial session of evaluation data.  She is a 
coinvestigator and her work has been extensively described in the preliminary studies section 
above.  This session provides participants with demographic information about their participant 
colleagues and insight into the current status of end-of-life content in graduate education.  She 
also provides instructions regarding goal refinement on day 3.  Dr. Grant has been involved in 
ONS for over 20 years. 
 
Judy Paice PhD, FAAN provides the lecture on Module 9 – Care at the Time of Death.  Dr. 
Paice is an ELNEC project consultant and faculty member and an expert in pain management 
and palliative care.  She has extensive involvement in ONS. 
 
Joan Panke MA, RN, APRN provides Module 1 and the Module 2 training session.  Joan is a 
graduate of the New York University Advanced Practice Palliative Care program and has been 
an ELNEC consultant and faculty member.  She has extensive clinical experience in hospice 
and palliative care and is currently executive director of DC Partnership to improve End-of-Life 
Care.  She is an ONS member. 



 
Maureen Lynch, RN, MSN presents the Module 6 content and training session. Maureen is a 
nurse practitioner in the Pain and Palliative Care Program at Dana-Farber Cancer Institute.  She 
has been an ONS member since 1985 and a member of the Boston chapter (BONS) where she 
was director at large, 1993-1994 & 1998-2000 and held other chapter leadership roles. 
 
Denice Economou, RN MSN, AOCN presents Module 2 on pain management.  Denice is 
immediate Past President of the Greater Los Angeles Chapter of ONS, an ELNEC trainer and a 
leading lecturer in pain management. 
 
Betty Ferrell PhD, FAAN will present in the Module 1 training session; moderate Day 1 and 
provide the Program Summary.  As P.I. of this proposed project, her expertise is described 
above.   
 
Patrick Coyne RN, MSN presents the overview of the curriculum and Module 3 on Symptom 
Management.  He is a Clinical Nurse Specialist for Palliative Care at the Medical College of 
Virginia/ Virginia Commonwealth University in Richmond .  He was one of the four ELNEC 
content consultants and a faculty member.  In 2001, he was named a Faculty Scholar by the 
Project on Death in America.  He also moderates Day 2 of the training.  He is also the content 
consultant for the project. 
 
Connie Dahlin, RN, CS, ANP presents Module 4 on Ethical/Legal Issues. She has been 
involved with end-of-life care for over 15 years. She is the advanced practice nurse with the 
Palliative Care Service at Massachusetts General Hospital. She is an adjunct faculty member of 
the MGH Institute of Health Professions and a faculty member of the Harvard Medical School 
Center for Palliative Care in Boston.  She is a visiting instructor for the Yale School of Nursing, 
is trained as an oncology clinical nurse specialist and is certified both in hospice nursing and in 
adult primary care as a nurse practitioner. She is an ELNEC trainer and has been an ONS 
member since 1987.  
 
Anne Rhome, RN, MPH presents the welcome session.  She is a co-investigator and Deputy 
Executive Director of the American Association of Colleges of Nursing, Washington, DC.  This 
session provides an official statement by the professional organization (AACN) of the 
importance of their participation. 
  
Nessa Coyle, RN, MS, NP, FAAN presents in the Module 6 communication training session and 
Module 7 on grief. She is the Director of the Supportive Care Program, Pain and Palliative Care 
Service in the Department of Neurology at Memorial Sloan-Kettering Cancer Center and has a 
faculty appointment at Columbia University School of Nursing in New York.  She is the co-editor, 
with Dr. Betty Ferrell, of the Textbook of Palliative Nursing (Oxford Press). 
 
Polly Mazanec, MSN, APRN, AOCN presents Module 5 on Culture.  She is a Palliative Care 
Clinical Nurse Specialist at the Hospice of the Western Reserve.  She has been an excellent 
lecturer in ELNEC courses and also serves as a role model for this course as an advanced 
practice nurse.  She is an active ONS member. 
 
5.  Potential Benefits to Cancer Patients 
This project is designed to train the nation’s leading oncology nurses in improved end-of-life 
care through a national educational effort of ONS chapters.  The nine topics of the ELNEC 
curriculum address key patient concerns such as pain, symptom management, grief and care at 
the time of death.  The content also addresses important themes such as staff support, quality 



improvement and cultural considerations which also directly impact patient care.  Our planned 
courses will reach 120 of the 212 ONS chapters directly.  All of the remaining chapters that do 
not attend an ONE-EOLC training course will receive a copy of the curriculum in the final 
dissemination.  If each of these 120 chapters reach only 50 nurses through their dissemination, 
this will result in 6,000 oncology nurses trained in end-of-life care and we anticipate a far greater 
outreach.  We also expect many of those trained in ONS chapter programs will go on to educate 
staff in their clinical settings.  The well established, strong network of ONS chapters provides an 
ideal means of national dissemination and a strong network of support. 

   
6.   Methods of Evaluation 
To evaluate the implementation of the curriculum in oncology chapters, an extensive evaluation 
plan has been developed which is based on the current evaluation of the ELNEC undergraduate 
courses.  These tools have been used in 12 ELNEC courses.  Data used for evaluation includes 
information derived from pre-course application materials and continuing through 24 months 
following each of the first 3 courses and 12 month evaluation of the final course (Appendix G). 
These tools have now been revised to reflect the goals of oncology education and ONS 
chapters.  Evaluation addresses both process and outcomes of the project.   Table 2 identifies 
the evaluation plan by aim.  Table 3 provides the time frame for evaluation.   
 

Table 2 
Evaluation Plan by Aim 

Aims Evaluation Methods/Instruments 
1.  Adapt the existing ELNEC curriculum and 
teaching materials as an oncology specific 
curriculum for use in the Oncology Nursing 
Education (ONE-EOLC) Project. 

• Module Evaluation Instrument used by 
investigators, faculty and consultant in 
evaluation of content 

• Faculty Debriefing Tool completed after each 
course 

2.  Evaluate the impact of the curriculum on 
participants’ knowledge and attitudes about EOL 
care. 

• Pre- and Post-course Knowledge Tool scores 
• Daily Evaluation Form completed by 

participants 
3.  Support the network of ONE-EOLC educators 
through the ONS chapters to share experiences 
in dissemination of the curriculum. 

• Newsletter articles and responses 
• Monitoring of calls to COH and ONS 
• Website use monitoring 

4.  Evaluate the effectiveness of participants’ 
implementation efforts within the ONS chapters. 

• Pre-Course Chapter Survey 
• Post-Course Chapter Survey & Activity 

Evaluation (12 and 24 months) 
5.  Describe issues related to dissemination of 
EOL education through CE efforts of ONS 
chapters. 

• Pre-Course Goals and Follow Up Goal 
Evaluation at 6, 12, and 24 months 

• Participant Application provides data for 
analysis of participant and chapter 
characteristics 

 



 
Table 3 

Evaluation Components by Time Period 
 

Instrument Pre-
Course 

Course 
Day 1 

Course 
Day 2 

Course 
Day 3 

6 
months 

12 
months 

24 
months 

Chapter 
Application 

X       

Chapter Board 
Letter of Support 

X       

Participant 
Knowledge & 

Attitude Survey 

 X  X    

Chapter Survey  X     X X 
Pre-course goals X       
Faculty debriefing  X X X    

Daily course 
evaluation 

 X X X    

Module 
Evaluation 

X       

Post-course goals    X X X X 
Post-course 

activity evaluation 
     X X 

 
 
The evaluation instruments are described as follows: 
Application and Application Evaluation Form (Appendix G-1)  
The application provides information about the experience of the course applicants.  It includes 
a request for their curriculum vitaes as a source of information regarding their end-of-life 
education experiences.  The application also asks for a letter of support from the chapter board 
in order to establish commitment and support from the chapter for implementing this content into 
chapter’s educational efforts.  Data will be used from this instrument for process and outcome 
evaluation.  Also included in Appendix G is the evaluation form used by the investigators to rate 
and select applicants as we expect to have far more applicants than spaces available.  The 
checklist provides information regarding geographic distribution, and other data to support the 
applicant. 
 
Pre-Course Chapter Team Survey (Appendix G-2) 
This instrument will be used as a key outcome measure in order to determine the previous end 
of life education within the chapter.  Items assess the EOL topics addressed and their 
perceptions about EOL education prior to the course. 



 
Pre/Post-Course Knowledge and Attitude (K & A) Tool (Appendix G-3)  
This survey has been developed based on extensive work by the ELNEC undergraduate 
project.  The tool was developed over a period of approximately 1 year with extensive 
involvement by the ELNEC investigators, consultants and faculty.  Ten items have been 
developed for each of the nine modules for a total test pool of 90 items.  Each item has also 
been classified according to the course objective, the level within the cognitive domain and the 
phase in nursing process.  These items have also been reviewed by the National Council State 
Boards of Nursing to achieve consistency with the format used for national nursing license 
testing.  The items are now in the process of being evaluated as outcome measures in the 
undergraduate curriculum.  For the purpose of the pre- and post- participant testing, we will 
select 3 items for each module or a total of 27 items in order to accommodate the limited time 
we have at the course for testing.  A copy of the current version used is included as Appendix 
G.  For the ONE-EOLC courses, we will select items from the total test pool most specific for 
oncology education.  The test will be used as an evaluation measure for our course participants 
and is a valuable self-assessment. 
 
Daily Course Evaluation Form (Appendix G-4) 
This evaluation format has been used extensively by the City of Hope investigators.  It provides 
evaluation from the participants on the actual course for each day.  Data are used to revise 
subsequent courses and refine content.  Data are reviewed at the end of each day of the course 
to respond to any immediate issues.  Extensive written comments are generally provided by the 
participants.  These are compiled in a word processing file and reviewed and summarized after 
the course according to key topics.  The course evaluation data is shared with the faculty and 
used by the investigators in their evaluation. 
 
Goal Forms (Pre and Follow-Up) (Appendix G-5) 
The investigators have used the strategy of establishment and evaluation of individualized 
participant goals over the past several training courses and have found this to be extremely 
valuable.  Participants are asked to complete their goals for attending the course and 
implementing through their chapter as part of the application process.  On the first day of the 
course, they are provided with feedback regarding goals and instructed on refining the goals 
during the 3 days as they develop new ideas or more realistic strategies.  The use of participant 
goals is consistent with adult learning principles as described in the framework.  On the third 
day of the course, an opening session is devoted to a group discussion of their goals in which 
participants are given an opportunity to share with each other the goals that they developed, 
how they have revised these during the course and to discuss successful strategies for their 
implementation.  During the course follow-up at 6, 12 and 24 months, the participants are sent a 
copy of their goals, which is entered as part of the evaluation database.  This ongoing 
evaluation linked to the participant’s own goals has been very effective in sustaining 
commitment to other education projects and helping to keep efforts focused.  The aggregate 
data is then very useful in determining which goals have been best achieved across programs 
and to identify both barriers and strengths for future efforts by other schools in implementing 
end-of-life education.  Their achievements will be published in the newsletter and on the ELNEC 
website. 
 
Post Course Activity Evaluation (Appendix G-6) 
This instrument is used as a primary outcome measure to record activities of participants 
following the course. The survey replicates some items from the pre-course survey to document 
change and also captures quantitative data regarding numbers of nurses taught the various 
modules.  It will be completed at 12 and 24 months.  It also documents benefits/barriers to 



teaching EOL care.  We anticipate that the chapters will conduct the evaluation program within 
their chapters over the 12-24 months following the course.  We also expect that by 24 months, 
many of the nurses they have trained through the chapter sessions will proceed to conduct 
training in their own clinical settings.  Thus, at 24 months the participating team members are 
asked to survey their members to document this secondary level of dissemination, and a means 
to tally this information is included in this form.   
 
Faculty Debriefing Form (Appendix G-7) 
This form will be completed by all faculty following each session they present.  It is used as a 
self-evaluation as well as input for the investigators.   
 
Module Evaluation Form (Appendix G-8) 
This form will be used by the investigators, faculty, and consultants and the Advisory Board to 
document their rating of the revised curriculum. 
 
7. Project Timeline (Appendix D) 
The first 6 months of the project will be used to adapt the ELNEC curriculum from the current 
undergraduate version to focus on oncology education.  This will be done through 
correspondence with the clinical consultant, Patrick Coyne, RN, MSN, as well as through 
extensive work by the investigators.  Dr. Ferrell will coordinate this process.  Each faculty 
member will be sent a copy of the current curriculum.  They will be asked to provide input as to 
the necessary revisions for converting the curriculum for oncology focus.  This may include 
editing content, deletion of existing information and addition of materials.  The announcements 
of the courses will be sent during month 3 and selection of participants for the first course will 
occur by month 8.  The first course will be held in month 11.  Post course evaluations will occur 
for each course at 6, 12, and 24 months post course.  This system will continue for each of the 4 
courses (except for course 4 which will include up to 12 month evaluation).  Following each 
course, the faculty will be sent a summary of the course evaluations with recommended 
changes and they will be asked to provide continued input.  
 
8.  Innovation 
This project builds on the extremely successful implementation of the ELNEC program for 
undergraduate curriculum.  There is no national effort to implement end-of-life education in 
oncology and there is an enormous need for improved care in oncology.  The enthusiasm for 
this course is reflected in support letters from ONS and by letters provided by nine ONS 
chapters (Appendix I).  
 
The American Association of Colleges of Nursing (AACN) as stated previously has been a 
partner with COH in the ELNEC project since its inception.  The AACN has offered a strong link 
to the nation’s nursing schools and they have worked closely with the COH investigators in the 
design and implementation of all ELNEC training.  In the proposed project, the AACN will 
continue as a collaborator working with COH and the ONS.  AACN will continue to maintain the 
ELNEC website (http://www.aacn.nche.edu/ELNEC/index.htm) and to publish on a quarterly 
basis the ELNEC newsletter which is distributed electronically to all ELNEC trained educators 
on a quarterly basis.  We believe that it will be beneficial to have all ONE-EOLC trained 
oncology educators linked to the larger ELNEC project and to include them in the 
communications via the website and newsletter.  This will provide them an opportunity to 
become a part of the larger project and to interact with educators from other areas such as 
nursing schools as role models who have implemented ELNEC training across a variety of 
settings.  A special section for oncology nurses will be created on the ELNEC website with 

http://www.aacn.nche.edu/ELNEC/index.htm


updated information posted here as well as a special section of the ELNEC newsletter (see 
Appendix H for examples of the newsletter and the website). 
 
9. Plans to disseminate results.  
Dissemination of this education project will be facilitated significantly by the collaboration with 
the ONS.  As the professional organization for oncology nurses, ONS offers the link to all ONS 
chapters through their ongoing correspondence, meetings, websites, and other 
communications.  The investigators will work closely to see that information regarding the 
courses during their implementation is made prominent through these ONS channels.  
Information will also be disseminated through the ELNEC newsletter to be sent by email to all 
participants every 3 months following their course attendance and through the ELNEC website.  
The AACN has committed to maintaining the ELNEC website for a minimum of five additional 
years (until 2007) as reinforcement of all ELNEC participants. 
 
Each of the two chapter members who attend a conference receive the complete teaching 
materials including the syllabus as well as a CD copy with the complete materials including all 
lecture outlines, handout materials, PowerPoint slides, references, etc.  These team members 
are designated as “ONE-EOLC trainers” as they will have participated in the complete 
curriculum and training sessions.  The chapters will then be provided with the current ELNEC 
project criteria for certifying others as trainers in the curriculum.  Nurses who attend education in 
the complete nine modules will be eligible to also be certified as trainers so that they can 
conduct this training in their own clinical settings.  The investigators have designed the syllabus 
such that owners of any copyrighted materials have provided release for the investigators such 
that educators have permission to duplicate the syllabus for their training purposes and do not 
have to seek separate copyright permission.  The investigators previously have and will for this 
course produce all of the training materials on CD for easy dissemination to others.  ONS 
chapter members or others who are trained through the project will be able to duplicate the 
training materials from their training course or they may purchase all of the training materials 
from the COH investigators project office.  The CD also will be distributed to all ONS chapters at 
the conclusion of the project as described in the dissemination efforts.  The cost of the CD 
format is anticipated at $35 which would include the CD and case, production using an outside 
professional studio, and accompanying written materials as well as postage, packaging, and 
handling. 
 
Dissemination 
At the conclusion of the project, a copy of the entire project syllabus on CD will be sent to all 
ONS chapters.  This will provide an updated version for the 120 chapters who have attended 
the training.  For those chapters who have not attended the ONE-EOLC training, a letter will be 
sent to the chapter president explaining the project and providing them with the CD and contact 
information if they require further assistance from the COH staff.  Additionally, the ELNEC 
website includes a listing of all individuals trained in the ELNEC curriculum and a similar page 
will be created on the internet in the ONE-EOLC section of the ELNEC website so that chapters 
can identify others who have been previously trained and network with chapters who have 
already implemented the ONE-EOLC project. 
 



The investigators will be disseminating findings of the courses in several ways. Publications will 
be prepared for journals targeting oncology education and practice.  We anticipate 
presentations at several local, state and national meetings.  Previous educational programs by 
the COH investigators and the current collaboration with COH and AACN in the ELNEC 
undergraduate version have resulted in numerous peer reviewed publications and 
presentations.  
 
Participants attending the courses will be strongly encouraged to present the results of their own 
programs in local, regional and national nursing meetings.  The annual meeting of the ONS is 
expected to be an excellent venue for such presentations.  The curriculum will be revised 
following the fourth course with the final version disseminated on CD to all ONS chapters at the 
conclusion of this project.   
 
Summary 
In summary, the investigators have developed the ONE-EOLC as a leading national effort to 
improve end of life content within oncology programs.  The training program will target Oncology 
Nursing Society chapters directly reaching 57% of the chapters in the nation, with final 
dissemination to 100% of the chapters.  This project has been developed to build on the 
experience and success of the ELNEC undergraduate project.  A very strong collaboration with 
ONS, AACN and COH, strong support by ONS chapters and the evaluation plan create what is 
believed will be a very successful project that will impact cancer patient care at the end of life. 
 
10.  Consultants 
Patrick Coyne, RN, MS, CS.  Mr. Coyne’s expertise has been described prior in the 
qualifications of faculty section, and his biosketch is included.  He is a consultant for the ELNEC 
project, a faculty member and an active ONS member.  As an expert oncology nurse clinician 
involved daily in palliative cancer care, he will work closely with the investigators to guide the 
revision of the curriculum to be oncology specific and to insure that the content reflects the state 
of the art of cancer palliative care.  
 
Gwen Uman, RN, PhD is the founding partner of a research consulting firm and is the 
biostatistician for the ELNEC project.  She has worked with the COH/AACN since the inception 
of ELNEC and has conducted all evaluations. 
 
E.  Human Subjects 
IRB approval has been reviewed by the Director of Research Subjects Protection at the City of 
Hope and granted exemption status.  All data collected from training course participants is 
anonymous and treated as confidential.  A copy of the IRB approval/exemption is included as 
page 71. 
 
F. Vertebrate Animals 
Not applicable 
 



 
G. Literature Cited 
 
1. Greenlee RT, Hill-Harmon MB, Murray T, Thun M. Cancer statistics, 2001. CA Cancer J 

Clin 2001;51:15-36. 
 
2. Field MJ, Cassel CK (eds). Institute of Medicine. Approaching Death: Improving Care at 

the End of Life. Washington, DC, National Academy Press, 1997. 
 
3. Hewitt, M., Simone J.D., (eds). Institute of Medicine.   Ensuring Quality Cancer Care. 

Washington, DC, National Academy Press, 1999. 
 
4. Foley KM, Gelband H (eds). Improving Palliative Care for Cancer. Institute of Medicine 

and National Research Council, National Academy Press, Washington DC, 2001 
 
5. American Society of Clinical Oncology. (1998). Cancer care during the last phase of life. 

Journal of Clinical Oncology, 16(5): 1986-1996. 
 
6. Barnish, L.  (1994).  Fatigue and the cancer patient.  British Journal of Nursing, 

3(16):806-809.   
 
7. Benor, D.E., Delbar, V., & Krulik, T. (1998).  Measuring impact of nursing intervention on 

cancer patients’ ability to control symptoms.  Cancer Nursing, 21(5): 320-334.   
 
8. Cherny, N.I., & Portenoy, R.K. (1994).  The management of cancer pain.  CA – A Cancer 

Journal for Clinicians, 44(5):262-303. 
 
9. Cella, D.F., Peterman, A., Passik, S., Jacobsen, P. & Breitbart, W. (1998). Progress 

toward guidelines for the management of fatigue. Oncology, 12(11A): 369-377. 
 
10. Campbell, M.L. (1996). Managing terminal dyspnea: Caring for the patient who refuses 

intubation or ventilation. Dimensions of Critical Care Nursing, 15(1): 4-12. 
 
11. American Association of Colleges of Nursing (1997). A Peaceful Death: Recommended 

Competencies and Curricular Guidelines for End of Life Care.  Report from the Robert 
Wood Foundation End-of Life Care Roundtable.  Washington, D.C.: Author.  

 
12. Dean, G.  (1994).  Symptom management for the dying patient.  Quality of Life – A 

Nursing Challenge, 3(3):61-66.   
 
13. Wolfe, & et al.  (2000).  Symptoms and suffering at the end of life in children with cancer.  

The New England Journal of Medicine, 342(5):326-348.   
 
14. The SUPPORT Principal Investigators. (1995). A controlled trial to improve care for 

seriously ill hospitalized patients: The study to understand prognoses and preferences 
for outcomes and risks of treatments (SUPPORT). Journal of the America Association, 
274(20): 1591-1598. 

 
15. Berger, A., Portenoy, R.K., & Weissman, D.E. (Eds.). (1998). Principles and Practice of 

Supportive Oncology.  New York, NY: Lippincott-Williams and Wilkin. 
 



16. Corr, C.A. (1998). Death in modern society.  In D. Doyle, G. W.C. Hanks, and N. 
MacDonald (Eds.). Oxford Textbook of Palliative Medicine,  (2nd Ed., pp. 31-40). New 
York, NY: Oxford University Press. 

 
17. Lynn, J. (2000). Sick to death and not going to take it anymore. Accelerating change to 

day for America’s health.  Promises to Keep:  Changing the Way We Provide End of Life 
Care.  Washington, DC: The National Coalition on Health Care, The Institute for Health 
Care Improvement.   

 
18. Hogan, C., Lynn, J., Gabel, J., Lunney, J., O'Mara, A., & Wilkinson, A. A statistical profile 

of decedents in the Medicare program. 1-53. 3-7-2000. Washington, DC: Medicare 
Payment Advisory Commission 

 
19. Emanuel EF, Fairclough DL, SlutsmanJ, Emanuel LL. Understanding economic and 

other burdens of terminal illness: the experience of patients and their caregivers. Ann 
Intern Med 1000; 132(6): 451-459. 

 
20. Administration on Aging. (2000).  Older Population by Age: 1900 to 2050.  

http://www.aoa.dhhs.gov./aoa/stats/AgePop2050Chart-numbers.html
 
21. McCarthy, E.P., Phillips, R.S., Zhong, Z., Drews, R.E., & Lynn, J. (2000). Dying with 

cancer: Patients' function, symptoms, and care preferences as death approaches. 
Journal of the American Geriatric Society, 48(5 Suppl): S110-S121. 

 
22. Morasso, & et al. (1999).  Psychological and symptom distress in terminal cancer 

patients with met and unmet needs.  Journal of Pain and Symptom Management, 
17(6):402-409. 

 
23. Morita, T., Ichiki, T., & et. al. (1998). A prospective study on the dying process in 

terminally ill cancer patients. American Journal of Hospice and Palliative Care, (217): 
222. 

 
24. Steinhauser, K.E., Christakis, N.A., Clipp, E.C., McNeilly, M., McIntyre, L., & Tulsky, J.A. 

(2000). Factors considered important at the end of life by patients, family, physicians, 
and other care providers.  JAMA, 284(19): 2476-2482. 

 
25. Christakis NA, Lamont E.  (2000).  Extent and determinants of error in doctors’ 

prognoses in terminally ill patients: Prospective cohort study. BMJ 320 (7233): 469-72, 
2000. 

 
26. Lynn, J.  (1996).  Caring at the end of our lives.  The New England Journal of Medicine, 

335(3):201-202.   
 
27. Christakis, N.A., & Escarce, J.J. (1996). Survival of Medicare patients after enrollment in 

hospice programs. New England Journal of Medicine, 338: 172-178. 
 
28. Singer, P.A., Martin, D.K., & Kelner, M.  (1999).  Quality end-of-life care: patients’ 

perspectives.  JAMA, 218(2):163-168.   
 
29. Morch, M.M., Timpka, T., & Granerus, A.K.  (1999).  Thirty years’ experience with cancer 

and non-cancer patients in palliative home care.  Journal of Palliative Care, 15(3):43-48. 

http://www.aoa.dhhs.gov./aoa/stats/AgePop2050Chart-numbers.html


 
30. Weissman, D.E., Block, S.D., Blank, L., Cain, J., Cassem, N., Danoff, D., Foley, K., 

Meier, D., Schyve, P., Theige, D., & Wheeler, H.B. (1999). Recommendations for 
incorporating palliative care education into the acute care hospital setting. Academy of 
Medicine, 74(8): 871-877. 

 
31. McSkimming, S., Myrick, M., Wasinger, M. (2000). Supportive care of the dying: A 

coalition for compassionate care - conducting an organizational assessment. American 
Journal of Hospice & Palliative Care, 17(4): 245-252. 

 
32. Lynn, J., Schuster, J.L., & Kabcenell, A. (2000). Improving Care for the End of Life: A 

Sourcebook for Health Care Managers and Clinicians.  New York, NY:  Oxford University 
Press. 

 
33. Barnard, D., Quill, T., Hafferty, F.W., & et al. (1999). Preparing the ground: Contributions 

of the preclinical years to medical education for care near the end of life. Acad Med, 74: 
499-505. 

 
34. Barzansky, B., Veloski, J.J., Miller, R., Jonas, & H.S. (1999).  Education in end-of-life 

care during medical school and residency training. Academic Medicine, 74(10): S102-
104. 

 
35. Bascom, P. (1993). Survey data support change in curriculum and clinical practice. State 

Initiatives in End-of-Life Care, June: 6-8. 
 
36. Bascom, P., Vetto, J., & Osborne, M. (1999). Clinical experiences of medical students in 

Oregon with dying patients. Journal of Cancer Education, 14(3): 137-139. 
 
37. Baumrucker, S. (1999). The education of medical professionals in palliative care topics 

is essential. American Journal of Hospice & Palliative Care, 16(2): 438-439. 
 
38. Billings, J. A., & Block, S. (1997). Palliative care in undergraduate medical education: 

Status report and future directions. Journal of the American Medical Association, 278 
(9): 733-738. 

 
39. Bishop, M.C., Gores, F.A., Stempel, J., Torrington, P., Tynan, C., Jaskar, D., & Garewal, 

H.S. (2000). A collaborative end-of-life care curriculum. American Journal of Hospice & 
Palliative Care, 17(2): 137-140. 

 
40. Block, S.D.; Bernier, G.M., Crawley, L.M., Farber, S., Kuhl, D., Nelson, W., O'Donnell, J., 

Sandy, L., & Ury, W. (1998). Incorporating palliative care into primary care education. 
National Consensus Conference on medical education for care near the end of life. J 
Gen Intern Medicine, 13(11): 768-773. 

 
41. Bousard, L. (1998). Educating future physicians in hospice and palliative care. Fanfare, 

XII(1): 1-10. 
 
42. Bowles, L.T. (1999). USMLE and end-of-life care. Journal of Palliative Medicine, 2(1): 3-

4. 
 



43. Buss, M.K.  (1999).  Using a patient perspective to improve palliative education: Helping 
patients go into that good night.  Journal of Palliative Medicine, 2(4):391-395 

 
44. Samaroo, B., (1996). Assessing palliative care educational needs of physicians and 

nurses: Results of a survey. Journal of Palliative Care, 12(2): 20-22. 
 
45. Weissman, D., Ambuel, B., Norton, A., & et. al. (1998). A survey of competencies and 

concerns in end-of-life care for physician trainees. Journal of Pain and Symptom 
Management, 15(2): 82-90. 

 
46. Sand, R.B., Blackall, G.F., Abrahm, J.L., & Healey, K. (1998). A survey of physicians’ 

education in caring for the dying: Identified training needs. Journal for Cancer Education. 
13(4): 242-247. 

 
47. Schuit, K. W., Bender, W., Meijler, W.J., Otter, R., Dejong, B., & Sleijfer, D.T. (1999). 

Learning effects of a workshop in palliative cancer care for general practitioners.  Journal 
of Cancer Education, 14(1): 18-22. 

 
48. Weissman, D.E. (1999). Improving end-of-life care: Internal medicine curriculum project.  

Journal of Palliative Medicine, 2(3): 331-344. 
 
49. Carron, A.T., Lynn, J., & Keaney, P. (1999). End-of-life care in medical textbooks. Arch 

Intern Med, 130: 82-86. 
 
50. Rabow, M.W., Hadie, G.E., Fair, J.M., & McPhee, S.J. (2000). End-of-life care content in 

50 textbooks from multiple specialties. JAMA, 283: 771-778. 
 
51. Wilkinson, S., Roberts, A., & Aldridge, J. (1998). Nurse-patient communication in 

palliative care: An evaluation of a communication skills programme. Palliative Medicine, 
12: 13-22. 

 
52. Hainsworth, D.S. (1996). The effect of death education on attitudes of hospital nurses 

toward care of the dying. Oncology Nursing Forum, 23(6): 963-967. 
 
53. Kaye, J., & Loscalzo, G. (1998). Learning to care for dying patients: A controlled 

longitudinal study of a death education course. Journal of Cancer Education, 13(1):  52-
57. 

 
54. Linder, J.F., Blais, J., Enders, S.A., Melberg, S.E., & Meyers, F.J. (1999). Palliative 

education: A didactic and experiential approach to teaching end-of-life care. Journal of 
Cancer Education, 14(3): 154-160. 

 
55. American Association of Critical-Care Nurses. (1999). Designing an Agenda for the 

Nursing Profession on End-of-Life Care. (Report of the Nursing Leadership Consortium 
on End-of-Life Care). Washington, DC: Author. 

 
56. American Nurses Association. (1991). Position statements: Promotion of comfort and 

relief of pain in dying patients. 600 Maryland Avenue, SW, Suite 100 West.  Washington, 
DC 20024. www.ana.org. 

 

http://www.ana.org/


57. American Nurses Association. (1991). Position statements: Assisted suicide and 
euthanasia.  600 Maryland Avenue, SW, Suite 100 West.  Washington, DC 20024. 
www.ana.org 

 
58. American Nurses Association. (1991). Position statements:  Nursing and the patient self-

determination acts.  600 Maryland Avenue, SW, Suite 100 West.  Washington, DC 
20024.  www.ana.org. 

 
59. American Nurses Association.  (1991).  Position statements: Nursing care and Do-Not-

Resuscitate decisions.  600 Maryland Avenue, SW, Suite 100 West.  Washington, DC 
20024.  www.ana.org. 

 
60. American Nurses Association.  (1991).  Foregoing nutrition and hydration. 600 Maryland 

Avenue, SW, Suite 100 West.  Washington, DC 20024.  www.ana.org. 
 
61. Hospice and Palliative Care Nurses Association. (2000). Standards of Nursing Practice 

and Professional Performance.  Alexandria, VA: Author. 
 
62. Ferrell, B.R., Virani, R., & Grant, M. (1999). Analysis of end-of-life content in nursing 

textbooks. Oncology Nursing Forum, 26(5): 869-876. 
 
63. Ferrell, B.R., Grant, M., & Virani, R. (1999). Strengthening nursing education to improve 

end-of-life care. Nursing Outlook, 47(6): 252-256 
 
64. Ferrell, B.R., Virani, R., & Grant, M. (1998). Improving end-of-life care education in home 

care. Journal of Palliative Medicine, 1(1): 11-19. 
 
65. Ferrell, B.R., Virani, R., & Grant, M. (1998). HOPE: Home care Outreach for Palliative 

care Education. Cancer Practice 6(2): 79-85. 
 
66. Ferrell, B.R., Virani, R., Grant, M., Coyne, P., & Uman, G. (2000). Beyond the Supreme 

Court decision: Nursing perspectives on end of life care. Oncology Nursing Forum, 
27(3): 445-455. 

 
67. Coyne, P. (1999). What nurses wish they were taught in their nursing education related 

to the care of dying or terminally ill patient/family unit.  Presented at the 18th Annual 
Scientific Meeting of the American Pain Society.  

 
68. Crego, P.J. & Lipp, E.J. (1998). Nurses’ knowledge of advance directives.  American 

Journal of Critical Care, 7(3): 218-223. 
 
69. Oncology Nursing Society, American Cancer Society.  (1994). The Master’s Degree with 

a Specialty in Advanced Practice Oncology Nursing, 3rd Ed.  Pittsburgh, PA: Oncology 
Nursing Press. 

 
70. Ferrell BR, Borneman T. (2002).  Community implementation of home care palliative 

care education.  Cancer Practice, 10(1): 20-7. 
 
71. Padilla, G.V., Presant, C., Grant, M.M., Lisett, J., Metter, G. (1983). Quality of life for 

patients with cancer. Research in Nursing and Health, 6:117-126. 
 

http://www.ana.org/
http://www.ana.org/
http://www.ana.org/
http://www.ana.org/


72. Padilla, G., Grant, M. (1985). Quality of life as a cancer nursing outcome variable. 
Advances in Nursing Science, 8(1): 45-60. 

 
73. Ferrell, B., Wisdom, C., Schneider, C. (1989).  Quality of life as an outcome variable in 

the management of cancer pain. Cancer, 63: 2321-2327. 
 
74. Padilla, G.V., Ferrell, B.R., Grant, M., Rhiner, M. (1990). Defining the content domain of 

quality of life for cancer patients with pain. Cancer Nursing, 13(2): 108-115. 
 
75. Grant, M., Anderson, P., Ritchey, K.J., Gold, S. (1996). Community-based education 

programs for cancer nursing. Journal of Continuing Education in Nursing, 27(6): 253-
258. 

 
76. Ferrell, B.R., Grant, M., Ritchey, K.J., Ropchan, R., Rivera, L.M. (1993). The pain 

resource nurse training program: A unique approach to pain management. Journal of 
Pain and Symptom Management, 8(8): 549-556. 

 
77. Ferrell, B.R., Dean, G.E., Grant, M., & Coluzzi, P. (1995). An institutional commitment to 

pain management. Journal of Clinical Oncology, 13: 2158-2165. 
 
78. Grant, M., Ferrell, B.R., Rivera, L.M., Lee, J. (1995). Unscheduled readmission for 

uncontrolled symptoms: A health care challenge for nurses. Nursing Clinics of North 
America, 30(4): 673-682. 

 
79. Ferrell, B.R., Roach, J.C., Ly, J. (1996). Mayday Pain Resource Center evaluation. 

Journal of Pharmaceutical Care in Pain and Symptom Management, 4(3): 57-60. 
 
80. Grant, M., Ferrell, B.R., Rivera, L.M., & McCaffery, M. (1994). Transforming the 

undergraduate nursing curriculum: Implications from cross-country evaluation of 1635 
nursing students' pain knowledge, (Poster session): 1994 Annual Meeting and 
Conference, Transformation for the Nursing Workforce. American Academy of Nursing. 
Phoenix, Arizona. 

 
81. Grant, M. (1994). Cancer pain management course for nurse educators, (Poster 

session): A national conference for nursing leaders presented by The Detroit Medical 
Center and Wayne State University College of Nursing. Pathways to Excellence: 
Working Together in a Changing Health Care Environment. Detroit, Michigan. 

 
82. Grant, M., Ferrell, B., Rivera, L.M., & McCaffery, M. (1995). Cancer pain management 

course for nurse educators (Poster session): Soule Summer Institute: 2nd International 
Nursing Research Symposium on Cancer Pain. Seattle, Washington. 

 
83. Nelson-Marten, P., McGuire, D.B., Eilers, J., Grant, M., Griffie, J. (1999). Cancer pain 

education: Guidelines for nurse educators. Journal of Cancer Education, 14(4): 208-213. 
 
84. Grant, M., Rivera, L. (1998). The struggle to provide appropriate pain management: 

More than education. (Abstract #133) In American Association for Cancer Education 
32nd Annual Meeting. Portland, Oregon. 

 



85. Grant, M., Rivera, L. (1999). Successful implementation of changes in pain management 
practice. (Abstract #16) American Association of Cancer Education 33rd Annual 
Meeting. Cleveland, Ohio. 

 
86. Grant, M., Rivera, L., Alisangco, J., & Francisco, L. (1999). Improving cancer pain 

management using a performance improvement framework. Journal of Nursing Care 
Quality, 13(4): 60-72. 

 
87. Grant M, Rivera L. (1998) The Struggle to Provide Appropriate Pain Management: More 

then Education. (Abstract #133) In American Association for Cancer Education 32nd 
Annual Meeting.  Portland, Oregon.   

 
88. Ferrell B.R., Juarez G. (2002).  Cancer pain education for patients and the public.  

Journal of Pain and Symptom Management, 23(4): 329-36. 
 
89. Knowles, M.S. (1973). The adult learner. A neglected species. Houston, TX: Gulf 

Publishing. 
 
90. Task Force of Palliative Care Last Acts Campaign, Robert Wood Johnson Foundation. 

(1998). Precepts of palliative care. Journal of Palliative Medicine, 1(2):109-112. 
 
91. Oncology Nursing Society.  (1995). Standards of Oncology Nursing Education: 

Generalists and Advanced Practice Levels, Pittsburgh, PA: Oncology Nursing Press, Inc.  
 
92. American Nurses Association and Oncology Nursing Society.  (1996).  Statement on the 

Scope and Standards of Oncology Nursing Practice. Washington, D.C. American Nurses 
Publishing. 

 
 
 
 
 
 
 


	B. Background and Significance 
	 
	Need for Improved End of Life (EOL) Care 
	The Institute of Medicine (IOM) released the highly influential report Approaching Death: Improving Care at the End of Life in 1997 (2). This report identified gaps in knowledge about care of those at end of life and the need for attention from biomedical, social sciences, and health service researchers. The report attempted to define what constitutes good care at the end of life and set forth an agenda to improve EOL care. In 1999, the National Cancer Policy Board (NCPB) identified the need for, but lack of, excellent palliative care for those dying from cancer in their report Ensuring Quality Cancer Care (3). This report recommended the provision of quality care at the end of life, with particular attention to management of cancer-related pain and appropriate referrals to palliative and hospice care.  More recently, the IOM in collaboration with the NCPB and the National Research Council released Improving Palliative Care for Cancer (2001) (4).  This report builds upon and advances the agenda set out in the IOM’s earlier document. Despite advances in the treatment of cancer, more than a half million people in the US will die of cancer each year, a number that will increase as the population ages (1).  Currently, cancer patients often must choose between treatment with curative intent or comfort care. The report stresses that there is a need for both, in varying degrees throughout the course of the illness, with the goal being the best possible quality of life (QOL).  The report details a disturbing picture of the present condition of those dying from cancer including the finding that approximately 50% of those dying from cancer experience under-treatment of symptoms such as pain, dyspnea, nausea, confusion, and other physical problems.  Anxiety, depression, and existential distress are also under-recognized and under-treated. 
	Cancer Care at End of Life  
	Nursing Education in End of Life Care 
	 
	Table 1 
	Conducted July, 2002
	Response


	C. Previous Research by the Investigators  
	COH Research 
	AACN Research 

	In summary, the above studies illustrate the investigators’ wide range of experiences related to this proposal.  The investigators have a well-established record of educational research including topics of EOL care, pain management, K&A regarding pain, institutional barriers related to changing practice as well as pain and QOL issues.  Drs. Ferrell and Grant have worked together for 13 years and have benefited from these and numerous other experiences in conducting national oncology training programs.  They have collaborated with the Oncology Nursing Society and the American Association of Colleges of Nursing in numerous projects over their careers.  These previous studies will contribute to the proposed content of the training program and will build on the investigators’ experiences in conducting and evaluating educational programs.  

	D. Research Design and Method 
	Oncology Nursing Education in End of Life Care (ONE-EOLC) Framework 
	 
	 
	Principles of Adult Education 
	End of Life Content Areas 


	Pre-Course Chapter Team Survey (Appendix G-2) 
	Daily Course Evaluation Form (Appendix G-4) 
	8.  Innovation 
	Dissemination of this education project will be facilitated significantly by the collaboration with the ONS.  As the professional organization for oncology nurses, ONS offers the link to all ONS chapters through their ongoing correspondence, meetings, websites, and other communications.  The investigators will work closely to see that information regarding the courses during their implementation is made prominent through these ONS channels.  Information will also be disseminated through the ELNEC newsletter to be sent by email to all participants every 3 months following their course attendance and through the ELNEC website.  The AACN has committed to maintaining the ELNEC website for a minimum of five additional years (until 2007) as reinforcement of all ELNEC participants. 

	Dissemination 
	The investigators will be disseminating findings of the courses in several ways. Publications will be prepared for journals targeting oncology education and practice.  We anticipate presentations at several local, state and national meetings.  Previous educational programs by the COH investigators and the current collaboration with COH and AACN in the ELNEC undergraduate version have resulted in numerous peer reviewed publications and presentations.  
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