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September 30, 2003

Mr. Donald S. Clark

Office of the Secretary

Federal Trade Commission (FTC)
600 Pennsylvania Avenue, N.W.
Washington, D.C. 20580

Attention: David Hyman, Special Counsel to the FTC

Re: NBCHPN Response to Hearings on Health Care and Competition Law and
Policy Regarding Advanced Practice Registered Nurse Task Force of the
National Council for State Boards of Nursing, Inc.

The National Board for Certification of Hospice and Palliative Nurses
("NBCHPN") welcomes this opportunity to provide comments regarding the activities
and determinations of the National Council for State Boards of Nursing, Inc. ("NCSBN")
and NCSBN's Advanced Practice Registered Nurse Task Force ("APRN Task Force").
At this time, NBCHPN wishes to addresses several concerns identified in the June 2003
testimony of the National Association of Clinical Nurse Specialists ("NACNS") to the
FTC and several points made in the July 31, 2003 NCSBN comments to the FTC.

NBCHPN recognizes and appreciates the critical services NCSBN provides to the
national nursing profession. NCSBN offers a valuable service in the development and
administration of the NCSBN NCLEX examination. Additionally, NCSBN serves as a
national resource for nursing licensure and regulatory bodies.

Unfortunately, however, the effect of NCSBN's activities and determinations is a
virtually insurmountable barrier to practice for individuals certified by NBCHPN and the
American Nurses Credentialing Center ("ANCC") as advanced practice palliative care
nurses. As such, this barrier also restricts the ability of ANCC and NBCHPN to compete

in the field of nurse specialty certification.

By way of background, our concemns arise out of the following factual
developments:
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1. ANCC and NBCHPN jointly developed the advanced practice certification
program for palliative care nurses (referred to herein as the "Certification

Program").

2. The process followed by NBCHPN and ANCC in developing the Certification
Program was substantially the same as the process followed by NCSBN in
developing the examinations marketed by NCSBN. The Certification Program

was developed out of grant funds from the Soros Foundation and the New York
University School of Nursine. These funds offset the costs of preparin
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psychometrically valid job analysis survey that demonstrates that the Certification
Program's concentration is a separate and very distinct specialty. The job analysis
also demonstrates that the specialty field of advanced practice palliative care
nursing includes both nurse practitioners and clinical nurse specialists. It is
important to note that the job analysis survey was developed and conducted under
the supervision of highly recognized professionals, educators and employers in
the field. Further the survey instrument, job analysis study, and examination
questions and forms were all prepared under the direction of qualified
psychometricians, as overseen by the Content Expert Panel. Attachment A is a
summary of the qualifications of the Content Expert Panel. The Content Expert
Panel performed under the guidance and review of Dr. David Paulson, the
psychometrician who oversaw the entire process of developing the Certification

Program.

3. Despite the noteworthy expertise involved in the development of the
Certification Program, the NCSBN APRN Task Force made the following
determinations to NCSBN regarding the Certification Program:

e Palliative care is considered a subspecialty and not appropriate for
entry into advanced practice. The scope is too narrow to form the basis
for advanced practice.

o The category of successful candidate is not specified (NP or CNS). This
may be problematic for boards of nursing that require APRNs to be
licensed according to categories (e.g., nurse practitioner, clinical nurse
specialist, etc.)

o A master's degree from a CNS or NP education program may be used in
place of a graduate education program in palliative care. The required
500 hours of direct clinical practice can be acquired as a CNS or NP.
Neither the level of practice nor the quality require3ments(sic) of the
clinical mentor are specified.

4. These determinations were made by the APRN Task Force following several
conversations with the Co-Chair of the Credentialing Program’s Content Expert
Panel. However, these determinations were entirely contrary to: a) the
determinations of the advanced practice palliative care Content Expert Panel,




NBCHPN COMMENTS
September 30, 2003
‘ Page 3 of 5
which found that, in the specialty of advanced practice palliative care nursing
there was not a psychometrically supportable distinction between the CNS or NP;
and b) the psychometrically developed job analysis which demonstrated that the
advanced practice palliative care nursing is a separate and distinct specialty, not
subspecialty. In summary, the APRN Task Force made the above determinations
contrary to the noted experts in the palliative care field and contrary to the
academic authorities in the universities that train and prepare advanced practice
palliative care nurses. The APRN Task Force determinations were made by
individuals who completely (and without reasonable explanation) disregarded the
only valid evidence of palliative care as being a separate specialty of both Clinical
Nurse Specialists and Nurse Practitioners.

At its 2003 annual delegate conference, NCSBN distributed a July 30,
2003 memorandum to NCSBN’s member boards regarding "Current CNS Issues."
The final page of that memorandum indicates that NCSBN has adopted the
position of the APRN Task Force regarding palliative care, as follows:

After the APRN Uniform Core Requirements were approved, there were
rapid changes in the field of advanced practice nursing. Most valid
specialty areas developed a certification program through examination and
educational programs began developing new subspecialty programs, such
as 'pain management' and 'palliative care'.

Again, the characterization of advanced practice palliative care as being a
"subspecialty," is entirely incorrect, unreasonable, and contrary to the leading experts in
the field. Attachment B is a draft version of the Voluntary Consensus Standards for
Quality Palliative Care ("Consensus Standards"). These draft Consensus Standards are
the product of extensive research and surveys of the palliative care field. The Consensus
Standards evolved from a collaboration of the following leading hospice and palliative

organizations:

American Academy of Hospice and Palliative Medicine
Center to Advance Palliative Care
Hospice and Palliative Nurses Association

Partnership for Caring
National Hospice and Palliative Care Organization

The Consensus Standards clearly define and recognize palliative care as a
specialty, not subspecialty. Further, the Consensus Standards demonstrate how palliative
care covers the entire life-span of the patient and encompasses all major areas of practice

utilized by advance practice nurses.

Having demonstrated that the determinations of the APRN Task Force were in
error, we will now outline the effect of these errors and NCSBN's activities on the
Certification Program and its certified practitioners.
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In a nutshell, the APRN Task Force determinations and NCSBN's position have
the effect of increasing the restrictions on our advanced practice palliative care nursing
certificants from practicing in their certified field. Simply stated, state licensing boards
will almost assuredly adopt (in whole or part) the position of the APRN Task Force and
NCSBN. Consequently, we expect that our Certification Program activities will suffer.
Candidates are unlikely to work towards meeting eligibility requirements, and siting fora
certification examination for a credential that is not likely to be recognized by state
licensing boards. Universities that are developing programs of studies for advanced
practice palliative care nursing will be disinclined to continue those activities. If their
graduates are restricted from practicing in the field, the feasibility of offering such a
program of study becomes a critical issue. If there are no qualified graduates, then the
Certification Program will fold.

Of course we could separately petition individual state licensure boards to request
that they disregard the determinations of NCSBN. As you can imagine, this would be a
cost prohibitive and (in all likelihood) unsuccessful endeavor. The weight given to
NCSBN determinations by state licensing boards is daunting. State licensure boards have
come to rely on and accept (in whole or in part) the general recommendations of NCSBN
in issues involving nursing fields of practice.

The unfair and unreasonable impact of the APRN Task Force determinations and
the erroneous statements regarding the Certification Program has serious consequences
for the Certification Program. Unfortunately, NCSBN does not offer a detailed process
for petitioning for reconsideration the erroneous conclusions of the APRN Task Force.
As you can see from the selected provisions of NCSBN's Bylaws (Attachment C), the
NCSBN membership is limited to licensing boards that utilize the NCSBN NCLEX
examination. Further, although the public is permitted to attend the annual delegate's
conference, only NCSBN member boards approve resolutions for submission to the
delegate assembly.

Since our Certification Program is a new program (implemented earlier this year),
we are unable to demonstrate the effect of the APRN Task Force determinations on our
number of certificants. Common sense, however, makes it apparent that NCSBN
determinations of this nature can toll a death knell for an otherwise valid and
psychometrically supported certification initiative. These devastating effects are felt
throughout the palliative nursing community, especially by evolving academic programs
for advanced practice palliative care nursing. The outcomes will likely reach to hospital,
long term care and community based hospice and palliative care programs that have
already identified a critical need for advanced practice palliative care nurses and that
anticipate a steadily increasing need in the near future.

Absent minimum due process procedures for appealing the erroneous
determinations, and/or a direct avenue to address our concerns with the entire NCSBN
delegate assembly, our only recourse would be individual, state-by-state lobbying for
changes to the nursing licensure laws. As aforementioned, this option is a cost
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prohibitive alternative that will most likely fail in light of the deference state licensing
boards afford NCSBN determinations.

In conclusion, we appreciate the opportunity to address our concerns regarding
the activities of NCSBN and the determination of the NCSBN APRN Task Force. As
you can see, it is unreasonable and unfair for NCSBN to wholly disregard the
determinations of the Certification Program's content experts and psychometricians.
Again, we wish to emphasize that the process followed in developing the Certification
Program was substantially identical to the process NCSBN utilizes in developing the
examinations marketed by NCSBN. Further, NCSBN, as the primary avenue for
addressing national state licensure issues, creates an insurmountable barrier to our
Certification Program's activities and the practices of our certificants when NCSBN
issues an erroneous determination. The damage caused by this determination is
aggravated by the fact that the erroneous determination by NCSBN is not subject to
appeal or reconsideration on a national level.

Thank you for your consideration of these comments.

Sincerely,

s

Jeanne M. Martinez, RN, MPH, CHPN
NBCHPN President

On Behalf of the Board of Directors of the
National Board for Certification of Hospice
and Palliative Care Nurses




ATTACHMENT A

BACKGROUNDS AND QUALIFICATIONS OF THE CONTENT EXPERT
PANEL FOR THE ADVANCED PRACTICE PALLIATIVE CARE
CERTIFICATION EXAMINATION

Members of the Content Expert Panel (CEP) of the Advanced Practice Palliative
Care Certification Examination are recognized as experts in Palliative Care based on their
advanced knowledge, skills, and leadership in the specialty.

CO-CHAIRPERSON: DR. PATRICIA HINCHLIFFE BERRY

Dr. Berry’s dissertation study focused on “The Pain of Terminal Cancer in the
Nursing Home.” She received a predoctoral fellowship for Oncology Nurses. She isa
Gerontological Nurse Clinician with a career-long commitment to hospice, palliative
care, and pain and symptom management. She is a Certified Registered Nurse in Hospice
(1996, 2000) and served as a hospice surveyor for the Joint Commission on Accreditation
of Healthcare Organizations (JCAHO), as well as a pain management consultant for
JCAHO and other health care organizations. She has many years of experience as a
hospice nurse and hospice coordinator.

Currently, Dr. Berry is faculty at the University of Utah, Salt Lake City, Utah.
She has several board membership appointments such as for the International Journal of
Palliative Nurse, the Wisconsin Pain Initiative and is a member of the International
Association for the Study of Pain, the American Society of Pain Management for Nurses,
the International Hospice Institute and College, the Hospice and Palliative Care Nurses
Association, and the Oncology Nursing Society.

Dr. Berry has been invited to speak at numerous national conferences regarding
JCAHO pain standards and pain assessment and management. Dr. Berry also has
numerous publications related to palliative care and hospice nursing including a new
textbook of which she is an editor entitled “End of Life Care: Clinical Practice
Guidelines for Advanced Practice Nursing,” published by WB Saunders.

CO-CHAIRPERSON: CAROL D. SPENCE, MS, RN, CHPN

Carol Spence, as the co-chair of the Content Expert Panel, is an advanced practice
nurse with a specialty in psychiatric nursing. Carol currently is employed as a researcher
for the National Hospice and Palliative Care Organization in Washington, DC. Her title
is Senior Research Associate. Previous to this position, Carol has extensive experience in
hospice and palliative nursing over the past decade. Carol has extensive knowledge of
test development, administration and analysis having served on the National Board for
Certification of Hospice and Palliative Nurses for the past four years. She earned the
CHPN credential in 1995 and continues to be certified to the present. Carol graduated
from Duke University with a BSN. She achieved her Masters in Nursing from the
University of Maryland in 1998. She has continued in their doctoral program having
completed all course work in the past year. She is currently working on her dissertation
through this program. She is a member of the Sigma Theta Tau International Honor
Society of Nursing.
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CORRINE M. ANDERSON, MSN, RN, CS, GNP, CHPN

Corrine Anderson has extensive hospice and palliative experience for over 20
years. She is a diploma graduate from Broadlawn’s Polk County Hospital School of
Nursing in Des Moines, lowa. She achieved her BSN and her MSN from the University
of Texas in 1985 and 1999 respectively. Corrine is been a certified hospice and palliative
nurse since the first testing in 1993. As a certified Geriatric Nurse Practitioner she has
achieved an Advanced Practice Nursing License and a Limited Prescriptive Authority
license in the state of Texas. She is currently employed as an Advanced practice Nurse
for Palliative Care at Harris Methodist in Fort Worth, Texas. Corrine has extensive
experience in exam development, administration and analysis having served on the initial
National Board for Certification of Hospice and Palliative Nurses. As chairperson of the
process, she was instrumental in accomplishing the first role delineation for the CHPN
exam. Corrine has received numerous leadership honors and awards in the past decade
and is widely published. She is a member of Sigma Theta Tau International Honor
Society of Nursing.

MARGARET CAMPBELL
Margaret Campbell is an advanced practice nurse on the palliative care service of

Detroit receiving Hospital, Detroit, M. She leads this nurse-directed interdisciplinary
palliative care team. Her background is as a clinical nurse specialist and nurse educator
in critical care with a background in ethics. Ms. Campbell is a Fellow of the Academy of
Nursing, recognized for her nursing leadership. She is currently a doctoral student in
nursing at the University of Michigan. She has academic teaching responsibilities at
Wayne State University School of Medicine regarding ethics and various end of life
topics.

Ms. Campbell serves on many advisory boards related to palliative care and ethics
and has received numerous awards for outstanding advanced practice nursing. She also
has numerous publications related to end of life care and related issues, as well as in
critical care nursing. She is a member of several nursing organizations, including the
American Association of Critical Care Nurses. Ms. Campbell has participated on several
research studies related to palliative care, and has presented the findings of such research
at national meetings. She has numerous invited presentations on end of life care and

related issues.

NESSA COYLE
Dr. Coyle has a Ph.D. in nursing and is an adult nurse practitioner. She is

currently the director of the Supportive Care Program, Pain and Palliative Care Service,
Memorial Sloan Kettering Cancer Center, New York. Her dissertation was a qualitative
study regarding the experience of the dying. She is a fellow of the Academy of Nursing
and has received numerous honors over her nursing career. Dr. Coyle is a member of
several nursing organizations, such as the Hospice and Palliative Care Nurses
Association, Oncology Nursing Society, American Pain Society, and International Work
Group on Death, Dying and Bereavement.
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Dr. Coyle serves as consultant on numerous palliative care initiatives nationally
and internationally and is a member of the editorial board of several palliative care
journals, including the Journal of Palliative Medicine, Journal of Pain and Symptom
Management, and the Cancer Nursing Journal. Dr. Coyle has an extensive publication
record in palliative care, and is co-editor of the “Textbook of Palliative Care Nursing,”

published in 2001 by Oxford Press.

PATRICK COYNE

Mr. Coyne’s background is as a clinical nurse specialist in medical/surgical
nursing. He is a Project on Death in American Faculty Scholar and is the Clinical Nurse
Specialist in Pain and Palliative Care at the Medical College of Virginia. He isa
nationally recognized expert in pain and palliative care and holds several consultant
positions. He is a member of the End of Life Nursing Education Consortium Faculty and
has written and taught the curriculum for this initiative both for undergraduate and
graduate courses. Mr. Coyne is a member of several nursing organizations including
Hospice and Palliative Nurses Association

Mr. Coyne is a board member of the National Board for Certification of Hospice
and Palliative Care Nurses and on the Virginia Department of Health regarding cancer
pain. He is involved in palliative care research and teaching and has been an invited
speaker for numerous palliative care conferences. Mr. Coyne has numerous publications
regarding hospice and palliative care nursing and is editor of new palliative care book
which is in press regarding currently asked questions related to palliative care.

TERRI MAXWELL
Ms. Maxwell is an oncology clinical nurse specialist who is the executive director

for the Center for Palliative Care at Thomas Jefferson University, Philadelphia, PA. She
has many years of experience as a clinician and lecturer. She is Project on Death in
America Faculty Scholar and Ph.D. Candidate in Nursing at the University of
Pennsylvania. Ms. Maxwell is certified as an advanced practice oncology nurse and has
additional education in pain and palliative care, attending the Harvard Medical School
Palliative Care Course for Clinicians and Educators.

Ms. Maxwell has received several awards for excellence in nursing, and is an
active member in several palliative care and oncology organizations. She has several
publications in palliative care and has an extensive list of presentations in relation to
palliative care nursing, most noted for her expertise in pain and symptom management.

KERSTIN L. MC STEEN, MSN, RN, CHPN

Kerstin McSteen is an advanced practice nurse currently working as a Palliative
Care Nurse Specialist with the Allina End of Life Project at the Allina Hospice and
Palliative Care in St. Paul, MN. Kerstin graduated from the University of Minnesota
School of Nursing with a BSN and then continue to complete her MSN in 2002 as an
Adult Health Clinical Nurse Specialist with a focus in hospice and palliative care.
Kerstin has been a certified hospice and palliative nurse since 1995. She completed a
Fellow in Palliative Care Medicine at the Harvard Medical School in 2000. She is a
member of Sigma Theta Tau International Honor Society of Nursing since 2000. She is
widely published and has presented numerous lectures over the past several years.
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ROGER STRONG

Mr. Strong’s background is as a Family Nurse Practitioner. He is currently a
Ph.D. candidate in nursing. Mr. Strong is currently serving as a nurse practitioner, and
acting team director for the San Diego Hospice, California. He hasa background in
HIV/AIDS nursing, serving as coordinator of the AIDS Resource Team of the Hospice
with several local and national presentations related to AIDS care. Mr. Strong is a
member of the Hospice and Palliative Care Nurses Association.

DEBORAH WITT SHERMAN

Dr. Sherman, associate professor with tenure in the Division of Nursing at New York
University, coordinates the first nurse practitioner palliative care master’s program in the US.
Her background is in parent-child, critical care, and hospice nursing, and she is certified as an
adult nurse practitioner. She received a Pre-doctoral Breast Cancer Research Fellowship and an
Aaron Diamond Post-doctoral AIDS Research Fellowship.

In 1998, she was awarded the prestigious Project on Death in America Faculty Scholars
Fellowship to implement the Palliative Care Master’s Program at NYU, as well as a US
Department of Health and Human Services grant to fund the Program.

Dr. Sherman has received an NCI grant, as principal investigator, to conduct a study
entitled, “Interventions and Quality of Life for Patients with Cancer and AIDS and their
Caregivers.” Dr. Sherman is also a co-investigator on an NCI funded RCT to study psycho-social
interventions for breast cancer patients and their partners. Dr. Sherman is a faculty member and
practitioner for the Bronx Veterans Hospital Interdisciplinary Palliative Care Fellowship
Program.

Dr. Sherman has numerous publications, presentations, and awards for excellence in
scholarship and leadership. She is co-editor of the textbook “Palliative Care Nursing: Quality
Care to the End of Life” and serves on several editorial boards, and as well as being faculty for
the End of Life Nursing Education Consortium. She currently serves as a Steering Committee
member for the National Consensus Project to develop the essential elements and best practices
for palliative care, and has secured funding to develop the Advance Practice Palliative Care
Credentialing Examination through the American Nurses Credentialing Center. Dr. Sherman has
recently been elected as a Fellow to the American Academy of Nursing.
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Inquiries to: .
.Mary Meyer

Project Director

(212) 870-2003 or after 4-25-03
(718) 622-0089

109 Cambridge Place

Brooklyn, NY 11238

mmeyer@nationalconsensusproject.org

August 28, 2003

Margaret Bloom

Bloom Law Office Bldg.

1250 Connecticut Avenue, NW #700
Washington, D. C. 20036

Dear Ms. Bloom,

It gives me great pleasure to share the fifth iteration draft of the Voluntary
Consensus Standards for Quality Palliative Care, a product of the National
Consensus Project (NCP). This project began in December, 2001 and has been
developed through the NCP, a collaboration of five leading hospice and palliative
organizations: the American Academy of Hospice and Palliative Medicine
(AAHPM), the Center to Advance Palliative Care (CAPC), the Hospice and
Palliative Nurses Association (HPNA), Partnership for Caring and the National
Hospice and Palliative Care Organization. More than 100 individuals
representing major experts and contributors to the specialty of hospice and
palliative care have served in the role of advisors to this project including
individuals such as Dennis O’Leary from the Joint Commission on Accreditation
of Health Care Organizations and Ken Kiser from the National Quality Forum.

At this time, the fifth iteration draft has been distributed to all advisory members
as well as all board members of the five leading organizations for their feedback.
The final document will be published in December, 2003 and widely distributed
throughout the United States in January, 2004. A massive media campaign is
being developed to introduce these new standards.

Although the document is currently in draft stages, I hereby give permission for
sharing it with the Federal Trade Commission as evidence of the establishment of
interdisciplinary standards for the specialty of palliative care.

%uu_o ﬂD} FAan]

Betty Rolling Ferrell, PhD, FAAN
Chair, National Consensus Project Steering Committee

Sincerely,

Cc: file
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National Consensus Project for Quality Palliative Care:
The Development of Voluntary Standards

DRAFT 5 8/25/03

Foreword

Palliative care services and hospice programs have grown rapidly in recent years in
response to growth in the population living with life threatening illness and evidence of the need
for attention to symptom distress, patient and family support and care coordination across
settings. Palliative care aims to relieve suffering and support the best possible quality of life for
patients with life threatening illness and their families. Interdisciplinary palliative care teams
address complex problems in physical, psychological, familial. social and spiritual domains.
Attention to these priorities is required from the day of diagnosis and through the full course of
illness and bereavement. Therefore, palliative care may be effectively delivered in concert with
appropriate curative and life prolonging therapies as well as when patients forgo such therapies,
seeking comfort and support near life’s end.

The initiative to create Voluntary Consensus Standards for Quality Palliative Care in
the United States has its roots in a recent study by the National Hospice Work Group (NHWG)
and the Hastings Center, in association with the National Hospice and Palliative Care
Organization (NHPCO), as well as the recommendations of an Institute of Medicine (I0M)
report, Approaching Death (Field & Cassel, 1997) and the American Association of Colleges of
Nursing (AACN) report Peaceful Death (AACN year?). All three reports have called for
substantive changes to improve access to and the delivery of palliative care in hospice and all
health care settings and during all stages of life threatening iliness. These changes included
enhancements in the quality of care, health care system and organizational restructuring, service
regulations, education of health care professionals, and research to support evidence-based
palliative care practice. This document is a response to the recommendations in the NHWG/-
Hastings Center/NHPCO, IOM and AACN reports.

The necessary integration of palliative and life-prolonging interventions is a major
challenge for health care in the United States. Patients with palliative care needs must have
access to primary healthcare practitioners who are knowledgeable about palliative therapies, as
well as to interdisciplinary specialist-level palliative care clinicians. The effort to integrate
palliative care into all medical care for life-threatening illness should ensure that:

1. Pain and symptom control, psychosocial distress, spiritual issues, and practical needs in
the home are addressed for patient and family.

9. Patients and families obtain the information they need to understand their condition and
treatment options; their values and goals are elicited; the benefits and burdens of '
treatment are continually re-assessed; and the care plan is adjusted to respond to these
values and goals.
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3. The patient and their family are prepared for death, support is available for the family
afterward, hospice options are explored, and opportunities for closure and growth are
enhanced.

It is in the interest of achieving these goals that the National Consensus Project for
Quality Palliative Care established Voluntary Consensus Standards to guide the development and
structure of new and existing clinical palliative care programs.

Definition of Palliative Care

Palliative care is a comprehensive, interdisciplinary specialty providing comfort measures
and support for the physical, psychological, social, and spiritual needs of patients with a life-
threatening illness and their families. When difficulties arise in the care of persons with life
threatening illness, they are most often related to poorly controlled symptoms; conflicted or
unclear goals of care; distress related to life-threatening illness, grief, loss, and bereavement; and
increasing family burden. Palliative care therefore aims to ensure that physical comfort is a
priority, practical care needs are addressed and coordinated, psychosocial and spiritual distress
are managed, patient and family values and decisions are respected and determinative, and
opportunities are available for growth and resolution. Palliative care is both a general approach
to patient care that should be routinely integrated with disease modifying therapies, as well as a
growing practice specialty for highly trained specialist physicians, nurses, social workers,
chaplains, and others who typically work in interdisciplinary palliative care teams.

[Side bar or figure The World Health Organization (2003) defines palliative care as
“an approach which improves the quality of life of patients and their families facing life-
threatening illness, through the prevention, assessment, and treatment of pain and other physical,
psychosocial, and spiritual problems. Palliative care: ’
e Provides relief from pain and other distressing symptoms;
e Affirms life and regards dying as a normal process; Intends neither to
hasten nor postpone death;
e Offers a support system to help patients live as actively as possible until
death;
e Offers a support system to help the family cope during the patient’s illness
and in their own bereavement;
e Uses a team approach to address the needs of patients and their families,
including bereavement counseling, if indicated,; _
e Wil enhance the quality of life, and may also positively influence the
course of a patient’s illness” (WHO, 2003
http://www.who.int/hiv/topics/palliative/PalliativeCare, accessed 082503).
[END SIDEBAR OR FIGURE] o
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Fundamental principles and core values underlie palliative care and apply to palliative care
service delivery regardless of program type or setting. Thus, the National Consensus Project
definition of palliative care includes the following key elements.

PRSI ¥ o N an

Patient population: The population of patients/family served includes
patients and families experiencing a life-threatening illness (Field &
Cassel, 1997, AACN year?).

Patient and family centered care: The patient and family constitute the unit
of care. The family is defined by the patient. In this context, family
members may be related or unrelated to the patient; they are individuals
who provide support and with whom the patient has a significant
relationship. The processes of care are determined by the goals and
preferences of the patient and family. (Krammer et al., 2001; NHPCO,
20004).

Timing of palliative care: Palliative care begins at the time of diagnosis of
a life-threatening illness and continues across the illness trajectory,
through death, and into the family’s bereavement period (MacDonald,
2002; Portenoy, 1998, Ryndes, 1995).

Comprehensive care: Palliative care employs comprehensive
multidimensional assessment to identify and relieve suffering through the
prevention or alleviation of physical, psychological, social, and spiritual
distress. The care provided should regularly assist patients and their
families in defining what is important to them, and provide adequate
support to help them accomplish their goals (NHPCO, 2000a; Ternestedt,
Andershed, et al., 2002). Palliative care standards assume the regular and
formal clinical process of assessment, diagnosis, planning, interventions,
and evaluation (NHPCO, 2000a). (Patterson & Dorfman, 2002;
Steinhauser, Christakis, Clipp, et al, 2000; Kristjanson, 1997; Tolle,
Tilden, et al., 2000; Kristjanson, 1997; NHPCO, 2000a;Lamberg, 2002;
Ellershaw, Smith, et al., 2001; Finlay & Jones, 1995).

Interdisciplinary team: Quality specialist-level palliative care relies on the
interdisciplinary team as a key component of successful patient outcomes
The team is skilled in identifying and achieving the goals established by
the informed patient and family. Typical palliative care teams include
physicians, nurses, social workers, volunteer coordinators, bereavement
coordinators, chaplains and often also include pharmacists, nursing aides
and home attendants, physical and occupational therapists, and trained
volunteers. (CAPC, 2000; NHPCO, 2000a ; . Carducci et al, 1999;
Francke, 2000;. Krammer et al., 2001; Coyle, 1997; Krammer et al.,
2001; Cummings, 1998 )

Relief from suffering: Palliative care seeks to provide relief from pain,
symptoms, and other sources of distress throughout the course of care for |
patients with life-threatening illnesses, and their families (NHPCO, 2000a;
Thompson & McClement, 2002).
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Communication skills: Principles of patient- and family-centered
communication are the foundation of effective palliative care, and include
effective sharing of information, active listening, determination of goals
and preferences, and attention to regular and coordinated opportunities for
communication during interactions with patients and their families
(Detmar, Muller, et al., 2001; Buckman year?; Larson & Tobin, 2000;
NHPCO, 2000a).

Skill in care of the dying and the bereaved: Palliative care specialist teams
must be knowledgeable about the developmental stages of living with and
dying from a life threatening illness, including grief, the opportunities for
growth and closure, the process of dying, and the associated care needs of
the dying person and the family (Meier, 2002; NHPCO, 2000a).

Care in all settings: Palliative care is needed and appropriate wherever a
patient and family with life threatening iliness receives care, and is
therefore integral to all health care delivery system settings (hospital,
nursing home care, home care, outpatient and non-traditional
environments). There should be coordination, communication, and
continuity of palliative care across health care settings (Ferris, Balfour, et
al., 2002; Friedman, Harwood, & Shields, 2002; Jennings et. al. 2003;
Ryndes & Emanuel, 2003).

Equitable access: There should be equitable access to palliative care across
health care settings (Meier, 2002; NHPCO, 2000a; Smeenk, deWitte, et al,
2000).

Quality improvement: The palliative care team must be committed to the
pursuit of excellence in palliative care and the highest quality of care and
support for all patients and their families. Determination of care quality
requires measurement and evaluation of the quality of care provided by
the palliative care program. (Ellershaw, Smith, et al., 2001; Teno, 2001;
NHPCO, 2000a).

Models of Palliative Care Delivery

Palliative care is appropriate from the time a patient is diagnosed with a life-threatening
illness (Portenoy 1998, Ryndes, 1995) and service delivery should be structured accordingly.
Palliative care programs are most effective when structured to deliver palliative care in a manner
that best meets the patient’s needs in the specific care setting (Mann & Welk, 1997; Post &
Dubler, 1997). This requires training both for practitioners in primary treatment settings, as well
as development of and support for credentialed palliative care specialists. Palliative care
specialists, in turn, should encourage the development of professional credentialing and
accreditation of palliative care training programs.

Current models of palliative care include hospice care (see Appendix for a discussion of
hospice care in the United States) and a broad array of emerging palliative care programs
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situated in hospice, home care, acute hospital, nursing home, and community settings. The unmet
need for specialist-leve! palliative care in the United States can best be met by expanding hospice
services to all those eligible, supporting the development of palliative care programs, creatively
integrating hospice and palliative care programs across treatment settings, and defining
appropriate accountability measures for palliative care programs. Outside of certified hospice
programs, there are no practice or accountability standards for palliative care clinical programs in
the United States. The National Consensus Project aims to correct this deficiency.

Emerging models for specialist-level palliative care delivery must be tailored to the needs
of the institution, specific care setting, and local community. Palliative care programs must
strive to incorporate an interdisciplinary team, support for the family including bereavement and
practical help, continuity of care, and close collaboration with other professionals involved with
the care of the patient.

Common organizational models for palliative care programs inclusive of hospice
programs include:

e Consultation service team (usually in a hospital, office practice setting, nursing
home, or home setting);

¢ Dedicated inpatient unit (acute and rehabilitation hospital, nursing home, or
combined with free-standing in-patient hospice):

e Combined consultative service team and inpatient unit (hospital and nursing
home)

e Combined hospice program and palliative care program (hospital, nursing home,
and some freestanding hospice in-patient facilities)

o Hospital- or private-practice-based outpatient palliative care practice or clinic
(CAPC, 2000; von Gunten, 2002b).

e Hospice-based palliative care at home

e Hospice-based consultation in outpatient settings

The Need for Further Expansion of Palliative Services

The need for expansion of access to palliative care services is underscored by data
demonstrating a high prevalence of untreated or inadequately treated pain and other distressing
symptoms in hospital, office practice, home care, and nursing home settings (Bernabei;
SUPPORT: Cleeland). In addition, multiple studies have documented poor communication
about the goals of care between health care practitioners, patients and family members
(SUPPORT, 1995; Byock & Miles, 2003; Emanuel et al, 2002; Morrison et al, 2000). Despite
the fact that over 90% of Americans say they would rather be cared for at home, over three
quarters of deaths in the U.S. occur in hospitals (about 50%) or nursing homes (about 25%).
(Dartmouth Atlas, 1998; Teno, 2003). Recent research has shown high family caregiver burden,
as well as increased morbidity and mortality for the family members of patients with chronic and
life-threatening illness (SUPPORT; Tolle, et al 2000; Schulz et al; Steinhauser). Finally,
although the majority of medical and nursing clinical education occurs in hospital settings, it is ‘
widely recognized that medical and nursing education is currently insufficient to train

practitioners with both the primary care and specialist skills required to provide quality medical
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care for the rapidly growing number of elderly and chronically ill patients with life-threatening
illness (Wenger, Phillips, Teno, Oye, Dawson, Liu, et al., 2000; Tolle, Tilden, Rosenfeld, &
Hickman, 2000; Novak, Kolcaba, Steiner, & Dowd, 2001; Murphy-Ende, 2001; Meisel, Snyder,
& Quill, 2000;Lynn, 2000; Covinsky, et al., 1999; SUPPORT Principal Investigators, 1995;
Field & Cassel, 1997).

This high prevalence of suffering, poor communication about care goals, and
discontinuities of care occur despite the fact that both patients with life threatening illness and therr
families say that what they get from the health care system is precisely the opposite of what they
want: to be free of physical distress; to have some control over decisions about their health care;
to avoid death-prolonging treatments; and to improve relationships with and reduce burden on their
families. (Singer Stienhauser Emanuel, Tolle) The failure to provide services consistent with
patient’s preferences demonstrates the need for increased access to quality palliative care in and
across all settings of health care; closer working relationships between hospice programs and
hospitals and nursing homes; improved awareness on the part of health professionals in these care
settings about palliative care and hospice, and efforts to resolve regulatory constraints which create
both real and perceived barriers to access.

While palliative care as regulated in certified hospice programs is offered to those with
limited life expectancy who agree to forego disease-modifying treatments, in its broader
definition, it is equally relevant to and needed by a large and growing population of patients who
suffer from life threatening illnesses. To achieve this end, both palliative care and hospice
programs must continue to respond to evolving community need and new palliative care delivery
systems must be created to meet these needs. How this is provided will vary in communities,
but the evidence base for the impact of hospice and palliative care demonstrates its benefits in a
range of care settings in terms of reduction in symptom distress, improved patient and family
satisfaction, reduction in hospital length of stay, costs, and utilization, and increased referral to
and length of stay in hospice programs. (Schapiro et. al. 2003)

. SIDEBAR or INSERT
Urgency is critical, for the Urban Institute reports that “The nation is about to experience a great
demographic shock. Between 2010 and 2030 the over 65 population will rise over 70 percent,
while under current law the population paying payroll taxes will rise less than 4 %.” (Burman et
al, 1998). This snapshot of the aging baby boomer population, when aligned with progressively
higher health care costs, diminishing labor and financial resources, insecurity of federal
entitlements and longer life expectancies creates a dramatic projection of future health care
needs. These factors, more than anything, illustrate the need for a highly effective continuum of
palliative care. END OF SIDEBAR '

The time has come to build on the experience base of relevant domestic and )
international models of hospice and palliative care-- and to identify core standards of practice
that will encourage the development of new and existing programs outside of certified hospice
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programs. It is expected these core standards will eventually become the common requirements
for any provider of comprehensive, high quality, palliative care in the United States.

Access to Palliative Care across the Continuum

The growth of interest in palliative care underscores the importance of voluntary
standards aimed at promoting palliative care clinical services of a high and consistent quality in
the United States. Because of the high prevalence of care for persons with life threatening iliness
in hospitals and nursing homes, a major focus of this document is on access to palliative care in
these treatment settings.

In 1995-96, the likelihood of a hospitalized death was closely linked to hospital day rates
and the number of hospital beds per 1,000 population (Prtichard et. al. 1998). In one hospital
referral region, fewer than 18% of Medicare deaths occurred in hospitals; in other regions, the
proportion was almost 50% (www.dartmouthatlas.org). Lower hospital death rates have been
linked, among other factors, to higher hospice utilization, (Tolle, 1999), suggesting that
availability of high quality palliative care provides an alternative to hospitals as a place of care
for the dying. We focus on hospitals and nursing facilities in this document because of the need
for palliative care in these settings: virtually all persons with serious illness spend at least some
time in a hospital, usually on multiple occasions, in the last year of life. Further, over half of
persons over age 80 end their lives in a nursing home (cite needed). Data from numerous studies
demonstrate high degrees of symptom distress in hospitalized and nursing home patients; 5% high
use of burdensome life-prolonging technologies among the seriously and terminally ill; >
enormous caregiver burden on families; 7-% and poor-to-nonexistent communication about the
goals of care between these patients, their families and their treating physicians. >’

In addition to serving as a principal location of care, hospitals are the primary training
site for the nation’s future health care professionals and are a key component in the current effort
to improve palliative care. The nation’s future physicians, nurses and other health care
professionals will receive a significant part of their apprenticeship in a hospital. If we are to
prepare our providers to respond to the various forms of human suffering, to know how to work
with the medical system on behalf of patients and families, and to see care of the dying as well as
the chronically and seriously ill as a core clinical responsibility, that teaching must occur at least
in part in the hospital setting. From the nursing and medical student or houseofficer standpoint, if
palliative care is not taught during clinical rotations in the hospital, then it is by definition not an
important competency for a health professional to own.

In addition, while standards for palliative care clinical programs have a high degree of
applicability in hospitals, focused efforts need to be made to improve the quality of life and
quality of dying of Americans in nursing homes, where limited resources and staff turnover often
make the provision of expert palliative care services difficult. Promotion of contractual
relationships between nursing homes and hospices is a prevalent and growing model of palliative
care delivery in the nursing home setting. (NHPCO cites) Compared to nursing homes without
hospice relationships, homes with hospice relationships show significant reductions in
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hospitalizations, hospital lengths of stay, restraint use, use of injection analgesics, and insertion
of intravenous lines and feeding tubes, as well as a higher likelihood of detection and treatment
of pain . (Miller, 2000, pg. 11) Consequently, a nursing home’s ability to provide the types of
palliative services identified in this document may best be achieved through a contractual
relationship with a local hospice.

Most patients and their families receive health care in multiple clinical settings:
physician’s offices, hospitals, nursing homes, and home care. Poor communication between
these care settings and associated discontinuities of care are the norm (Morrison et al
JAMA1995) rather than the exception in the United States (need more references). While
discontinuity and fragmentation of care represent failures in any clinical setting, continuity of
care is of especially critical importance for patients and families facing life-threatening illness.
Continuity of palliative care promotes the communication of information, thus avoiding needless
suffering, minimizing patient and family perceptions of abandonment, and promoting patient-
directed care. (Ryndes & Emanuel, 2003). Continuity of care will be optimized for patients
when palliative care is rendered consistently and competently in all health care settings, but to
accomplish this important goal, it is also critical to establish a common vision and approach to
care, not only within, but between care settings. (Jennings et. al. 2003). In order to promote
continuity of care through a common approach, the growth of palliative care will be best served
by a strong link between the Voluntary Consensus Standards for Quality Palliative Care and the
Standards of Practice for Hospice Programs.

[SIDE BAR or INSERT for statistics below]
There is reason to be optimistic about improving access to palliative care services. As of 2002,
more than 25 percent of academic medical centers® and well over 800 hospitals (about 20% of all
hospitals in the U.S.) indicate they provide access to a palliative care program, including
hospice.” Additionally, nearly a third of the 3,200 US hospices are hospital-based. In the last
seven years, more than 1200 physicians have been certified as subspecialists by the American
Board of Hospice and Palliative Medicine (ABHPM) and approximately 7,000 registered nurses,
43 advanced practice nurses and nearly 1,000 nursing assistants are certified in palliative care.
Over the last three years, more than 1000 physicians and 1500 nurses have attended three-day
long educational conferences sponsored by Education for Physicians in End-of-Life Care
(EPEC) and End of Life Nursing Education Consortium (ELNEC). There are 42 postgraduate
medical fellowship programs and 2 graduate nursing programs in palliative care across the
country, and more are in planning stages.* In 2003 over 2300 clinicians attended the NHPCO-
HPNA Joint Clinical Conference to advance their learning in hospice and palliative care and
more than a thousand health professionals representing over 400 hospitals and hospices attended
conferences sponsored by the Center to Advance Palliative Care aimed at helping health
professionals and managers start and sustain palliative care programs.

[END of SIDE BAR or INSERT]

The Need for Consensus
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The widely recognized value of hospice programs in the United States has stimulated
the development of palliative care programs that aim to extend the hospice approach to the many
patients and their families who, for a variety of reasons, might die in hospitals or nursing homes
without the benefit of care from certified hospice programs. In order to improve access to
reliable and high quality hospice and palliative care, consensus of leading professional
organizations in the field on core standards for new and evolving clinical programs is required.
The aim of these Voluntary Consensus Standards for Quality Palliative Care is to set the stage
for standards which will promote quality and reduce variation in new programs, develop and
encourage optimal use of hospice, and facilitate the integration of hospice and palliative care
programs. (Pan; Billings and Pantilat).

Practice standards for palliative care in the United States have been pioneered by
professionals within the modern hospice movement over the past 30 years and have resulted in
well-regulated federal, state and commercial hospice benefits. These standards have also
influenced the development of numerous palliative care programs, clinical services, and
educational initiatives inside and outside the confines of hospice’s reimbursement structure.

[SIDE BAR or INSERT]

In addition to the advent of insurance payment mechanisms for certified hospice
programs, the growth of hospice in the United States is a reflection of demonstrated and growing
clinical expertise and consistently favorable patient and family satisfaction ratings. Certified
hospice programs have been delivering palliative care to the terminally ill in this country for 20
years, and dramatic increases both in number of programs and in number of patients served have
been documented in recent years (cites). More than 885,000 patients and their families received
hospice care in 2002, nearly a 15% increase over the prior year.

Currently, more than half of the patients in the US who die with a diagnosis of cancer opt
for hospice care, while in some communities hospices care for over 90% of patients with cancer
(www.nhpco.org). In addition, 50% of US hospice patients in 2002 had noncancer diagnoses.

[END SIDEBAR or INSERT]

Against this impressive record of steady growth in hospice services, however, large
numbers of individuals who need and deserve expert symptom management, care coordination
~ and adaptive counseling well before the final phase of illness face a variety of regulatory and
knowledge barriers to accessing the services they need (Jennings et. al. 2003). Further,
physicians, nurses and other professional caregivers who treat frail elderly patients with end-
stage heart disease or advanced dementias are too often unaware of hospice as a choice, or are
misinformed about the provisions of this option.

The hospice community has created the gold standard for end of life care. The health
care community at large is now building on the experience of the hospice movement in order to
extend the lessons learned in providing compassionate end of life care and to make this approach
available to patients at any stage of a life threatening illness. In order to effectively promote
palliative care of persons with life threatening illness across the continuum of care, professional.’
consensus on the core standards of palliative care clinical programs is required. The mission of
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the National Consensus Project for Quality Palliative Care is to create a set of voluntary
standards to guide the growth and development of palliative care in the United States.

Purpose of the Voluntary Consensus Standards for Quality Palliative Care

The focus of this document is on the specialist component of palliative care; future documents
will address the need for standards of practice for palliative care in primary treatment settings.

TEXTBOX
The purposes of these Voluntary Consensus Standards for Quality Palliative care are to:

1. Facilitate the development and continuing improvement of clinical palliative
care programs providing care to patients and families with life-threatening illness,
particularly in institutions where a high proportion of people with acute and
chronically progressive conditions are treated and ultimately die;

2. Establish uniformly accepted definitions of the essential elements in specialist
palliative care that promote quality, consistency, and reliability of these services,
and;

3. Foster continuity of palliative care by expansion of access to case management
across settings, through hospice and other programs for patients with life
threatening illness, and their families.

END TEXT BOX

The success of this project will be determined by the degree to which the National
Voluntary Consensus Standards for Quality Palliative Care are used to: a) stimulate and guide
the development and assessment of new and existing programs within and across care settings; b)
ensure that palliative care programs deliver care of measurably high quality; c¢) promote formal
recognition of specialty status for certification and accreditation initiatives in palliative care; and
d) support the expansion of hospices’ palliative case management and services in order to most
effectively respond to the unparalleled volume of need in the near future.

[TEXTBOX or SIDEBAR]

Voluntary Consensus Standards for Specialist Palliative Care Programs:
Baseline Assumptions

The following assumptions are fundamental to the development of the Voluntary
Consensus Standards for Quality Palliative Care:

e Goal standards: These palliative care standards represent goals which
palliative care programs should strive to attain, as opposed to minimal or
lowest acceptable standards.
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o Quality standards: These palliative care standards assume health care
quality standards such as safety, leadership, medical record, and error
reduction. . (Field & Cassel, 2001; Lynn, Schuster, & Kabceenell, 2000).

e Codes of ethics: These standards assume adherence to established
professional and organizational codes of ethics.

e Ongoing revision: Palliative care standards will evolve as professional
practice and the health care system changes over time. These standards
were written assuming an ongoing process of evaluation and revision of
palliative care standards (Kuebler, Dahlin, et al., 1996; Jacox, Carr, Payne,
et al., 1994; Grossman, Benedetti, et al., 1999; Glance, Osler, &
Shinozaki, 1998; HPNA competencies).

¢ Peer-defined standards: These voluntary consensus standards were
developed through a consensus process of a broad range of palliative care
professionals, are not linked to regulatory or reimbursement criteria, and
are not mandatory. However, they are written with the intent that they
will be used to promote the development of highest quality clinical
palliative care services across the healthcare continuum, and that they will
have utility in the establishment of professional education, certification,
licensure and accreditation requirements (Zuckerman, 1999).

e Specialty care: These standards assume provision of services by palliative
care specialists within an interdisciplinary team whose work reflects
substantial involvement in the care of patients with life-threatening
illnesses and their families. Qualifications are determined by
organizations granting professional credentials, accreditation, and
experience. (Covinsky, Fuller, et al., 2000). (HPNA competencies; Role
delineation study; von gunten on ABHPM certification)

e Continuing professional education: These standards assume on-going
professional education by all disciplines in the knowledge, attitudes, and
skills required to deliver quality palliative care across the domains
established in this standards document.

END TEXTBOX or SIDEBAR
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Voluntary Consensus Palliative Care Standards

Excellence in specialist-level palliative care requires expertise in the clinical management
of problems in multiple domains, supported by an infrastructure that furthers the goals of cate
and supports practitioners. Seven domains (Structure and Process, Physical, Psychological,
Social, Spiritual, Cultural, and Ethical/Legal) were identified as the framework for these
standards. These domains were drawn from the work of the previously established Australian,
Canadian, and NHPCO standards efforts (Appendix 1; Australia; Canada; NHPCO, 2002;
Freeborne, Lynn, Desbiens, 2000). Recent revisions of the NHPCO Standards of Practice for
Hospice Programs have been subject to expert review by the American Academy of Hospice and
Palliative Medicine, The Hospice and Palliative Nurses Association, the National Council of
Hospice Professionals, the Joint Commission on Accreditation of Health Care Organizations, the
Health Care Financing Administration (now named the Center for Medicare and Medicaid
Services), the Center to Improve Care of the Dying, the Community Health Accreditation
Program, the Accreditation Commission for Home Care, and the Hospice Association of
America, among others. The relevant NHPCO standards will be referenced along with outcomes
research and expert opinion in the section ahead, titled Voluntary Consensus Palliative Care
Standards.

Each domain is followed by specific consensus standards regarding professional

behavior and service delivery. These are followed by suggested criteria for assessing whether or
not the identified expectation has been met.

Domain 1: Structure and Processes of Care

Standard 1.1 The plan of care is based on a comprehensive interdisciplinary assessment of
patient and family.

Criteria:

e Assessment and its documentation is interdisciplinary, coordinated, and avoids
unnecessary repetition (Glass, Cluxton, & Rancour, 2001; NHPCO: CC 2.2; IDT
14, 14.1,14.2)

e The initial and subsequent assessments are carried out through patient and family
interview, review of medical records, discussion with other providers, physical
examination, and relevant laboratory and/or diagnostic tests or procedures.
(Hazzard, Woolard, Regenstreif, 2001;, NHPCO: Clinical Care and Services 1.2,
1.3, 3, 6; IDT 3.1).

e Assessment includes documentation of disease status; comorbid medical and
psychiatric disorders; physical and psychological symptoms; functional status;
social, cultural spiritual, and advance care planning concerns and preferences.
(NHPCO: Access, Rights and Ethics 3.3, 3.4; CCS 1.2,1.3,2.1,3,3.1- 3.3, 8,
10, 11, 13)
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¢ Documentation of patient and family expectations, goals for care, understanding
of the disease and prognosis, as well as preferences for the site of care and site of
dying are assessed and documented (von Gunten, Ferris, Emanuel, 2000;
Kristjanson, 2001; Norton & Talerico, 2000; NHPCO: ARE 3, 3.5, 8, 14, 14.1,
14.2).

e Initial and ongoing assessment data are reviewed on a regular basis (Morita,
Tsundoa, Inoue, et al., 1999; NHPCO: CC 2.2,1DT 12, 12.1-12.4)

e Policies for prioritizing and responding to referrals in a timely manner are
documented. (NHPCO: Coordination and Continuity of Care 2.1; Management of
Information 1.1, 1.2)

Standard 1.2 The care plan is based on the identified and expressed needs of the patient and
their family, and is.regularly reviewed by the interdisciplinary team.

Criteria;

e The care plan is based upon an ongoing assessment, determined by goals set with
patient and family, and with consideration of the benefit/burden ratio of potential
interventions at critical decision points during the course of iliness. (Allen, Haley
et al 2002; Block 2000; Steinhauser et al 2000; NHPCO: CC 2.2, IDT 11.3)

e The care plan is developed through the input of patient, family, primary
physician, and palliative care team (NHPCO: IDT 11.1)

e Care plan changes are based on the evolving needs of the patient and family over
time, and incorporate the potential for multiple and shifting priorities in goals of
care.

¢ (Given, Gwen, et al., 2001; O’Neill & Fallon, 1997, Kristjanson, 1997; Wrede-
Seaman, 1999; NHPCO: CC2.4;IDT 12, 12.2).

e The interdisciplinary team coordinates and communicates the palliative care plan
when patients transfer to different care settings.

e The evolving care plan must be clearly documented over time. (NHPCO: CC
2.3;IDT 12.1, 12.4; MI 3.3)

1.3 An interdisciplinary team provides services to the patient and family, consistent with the care
plan.
Criteria:

e - Palliative care is delivered by an interdisciplinary teara (NHPCO:
Interdisciplinary Team 1)

o The interdisciplinary team includes professionals with education, experience,
credentialing, and skill in the assessment of patients with life-threatening
illnesses, progressive debility and/or injuries and their families. (NHPCO: IDT
1.1)

e The team includes specialist palliative care professionals with the appropriate
education, credentialing, and experience, and ability to meet physical,
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psychological, social, and spiritual needs of the patient and their family. Of
particular importance is the hiring of physicians and nurses appropriately trained
and ultimately certified in hospice and palliative care. (Krammer, Ring, et al.,
2001; Ferrell, Juarez, et al., 1999; NHPCO IDT 1.1, 15; Human Resources 1,
1.3)).

e The patient and their family have access to palliative care expertise and staff 24-
hours per day, 7-days per week (Lynn, Schuster, & Kabcenell, 2000; NHPCO: CC
1, 1.1-1.3, 1.5; Hospice Inpatient Facility Clinical Care and Services 2; Hospice
Residential Care Facilities Clinical Care and Services 1, 1.1, 1.2, 2; Nursing
Facility Access, Rights and Ethics 1, 1.1)

o The interdisciplinary team communicates regularly (at least weekly) to plan,
review, and evaluate the care of patients and families. (NHPCO: IDT 12.1, 12.2,
15.5)

¢ The team meets regularly to discuss provision of quality care, including staffing,
policies, and clinical practices. (NHPCO: IDT 15.5; HR 1.1)

« Service leadership has appropriate training, qualifications, and experience
(Billings, Block, Finn, et al., 2002; Ferrell, Virani, & Grant, 1999; NHPCO:
Leadership and Governance 8.2, 12; HR 9.2)

1.4 The interdisciplinary team may include appropriately trained volunteers.

Criteria:

e If volunteers participate, policies and procedures are in place to ensure the
necessary education of volunteers, and to guide recruitment, screening, training,
support, supervision, and performance evaluation. (NHPCO: HR 7, 7.1-7.5).

e Policies are in place to guide the utilization, work practices, and supervision of
volunteers, and the responsibilities of the service to its volunteers (NHPCO: IDT
8,8.1;HR 4.3,5,5.1-5.4,7.4,7.5, 9).

e Volunteers are screened, educated, coordinated and supervised by an
appropriately trained professional team member. (NHPCO: HR 7.5)

1.5 Support fof education and training is available to the interdisciplinary team, and other
health professionals.

Criteria:
e Educational resources and continuing professional education are provided to staff
(Christ & Sormanti, 1999; Miller, Hedlund, & Murphy, 1998; NHPCO: HR 3.5, 3.6,
4,4.1-4.5,5,5.1-5.4,6,6.1-6.3,7,7.1,7.2,9,9.1,9.2).
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1.6 The palliative care team is committed (o quality improvement in clinical and management

practices.

Criteria:

Quality improvement and research policies are established by the palliative care
service (Lynn, 1997; Hearn & Higginson, 1997; Scanlon, 1997; NHPCO:
Performance Improvement I 2, 2.1, 2.2).

Quality improvement activities are routine, regular, reported, and are shown to
influence clinical practice. (IHI cites; NHPCO: PI 2.3, 4.3)

The clinical practices of palliative care program reflect the integration and
dissemination of research and quality improvement evidence (Hermann &
Looney, 2001; Teno et al., 1999; Smeenk et al., 1998; Donaldson & Field, 1998;
NIH, 1997, NHPCO PI 6, 6.1, 6.2).

Quality improvement for clinical services and research are collaborative,
interdisciplinary, and focused on meeting the identified needs of patients and their
families (Grant & Hanson, 2002; Lynn, 2000; Morrison, Siu, Leipzig, Cassel, &
Meier, 2000; Du Pen, et al., 1999; ABIM, 1998; McGlynn, Cassel, et al., 2003;
Last Acts, 2002; Teno et al., 2000; NHO, 1997; United Hospital Fund, 1998;
ABIM, 1998: Rudberg, Teno, & Lynn, 1997; American Pain Society Quality of
Care Committee, 1995; McCarthy & Higginson, 1991; PI 1.1, 2.2,3.2).

Patients, families, health professionals, and the community may provide input for
evaluation of the service (Reese, Raymer, & Richardson, 2000; Singer, Martin, &
Kelner, 1999; Skolnick, 1998; McWhinney, Bass, & Donner, 1994; NHPCO: PI
3.2,4,4.1).

An appropriate institutional review board oversees and guides all research
initiatives.

1.7 The palliative care program recognizes the emotional impact on the palliative care team of
providing care to patients with life-threatening illnesses and their families.

Criteria:

Situational support is available to staff and volunteers (NHPCO: HR 4.5).
Policies guide the support of staff and volunteers, including regular meetings for
review and discussion of the impact and processes of providing palliative care.
(NHPCO: HR 4.4, 4.5)

1.8 Palliative care programs should have a relationship with one or more hospices o ensure
continuity and highest quality palliative care across the illness trajectory. '

Criteria;

- ®

When appropriate, patients and families are routinely informed about hospice at -
the time of referral to the palliative care program.
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Referring physicians and health care providers are routinely informed about the
availability and benefits of hospice for their patients and families as appropriate
and indicated. (NHPCO: ARE 1.4)

Policies for formal written and verbal communication about all domains in the
plan of care are established between the palliative care program and the hospice
program.

Where possible, hospice and palliative care program staff routinely participate in
each others’ team meetings to promote regular professional communication,
collaboration and partnership on behalf of patients and families.

Palliative and hospice care programs routinely seek opportunities to collaborate
and work in partnership to promote increased access to quality palliative care
across the continuum (Meier 2002).

Domain 2: Physical

2.1 Pain and other symptoms, and treatment side effects are managed based upon the best
available evidence, which is skillfully and systematically applied.

Criteria:

The interdisciplinary team includes professionals with specialist-level skill in
symptom control (Miller et al., 1998; Glass, et al., 2001; NHPCO: IDT 1.1; HR
4,4.1,4.2,4.4).

Regular, ongoing assessment of pain, non pain symptoms, treatment side effects
and function occurs, and is documented. (Buckman, 1998; Ramirez, 1998; Lynn,
Teno, et al., 1997, NHPCO: CCS1,1.2,1.3,2,2.1,25, 3,3.1,3.2,10, 14; IDT
11.2,12,12.1,12.2,12.3, 12.4; MI 3.3 ).

Assessment includes patient/family understanding of disease, symptoms, side
effects, functional impairment, and their treatments, as well as their caregiving
capacity and coping strategies with these issues. (NHPCO: IDT 5.1, CCS 6, 11,
13, 13.1, 13.2, 14, 14.1, 14.2)

. Assessment is coordinated to reduce repetition (Pasacreta, Minarik, & Nield-

Anderson, 2001).(Meier, 2002; Glass, Cluxton, & Rancour, 2001; NHPCO: CC 2,
2.1-2.5)

Treatment decisions are based on goals of care, assessment of risk and benefit,
best evidence, and patient/family preferences. Re-evaluation of treatment efficacy
and patient-family preferences is documented (Block, 2000; Larson & Tobin,
2000; Bruera & Fainsinger, 1998; Mannix, 1998; Baines, 1997; NHPCO: CCS 1,
2,2.2,4.2;IDT: 11.3, 13.2, 15.2, 15.3).

Treatment of distressing symptoms and side effects incorporates pharmacological,
non pharmacological, and supportive therapies.

Referrals to healthcare professionals with specialized skills in symptom
management are made available when appropriate (eg, radiation therapists;
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anesthesia pain experts, orthopedists, physical therapists) (NHPCO: CCS 5.4;
IDT 6).

Response to symptom distress is prompt and tracked, through documentation in
the medical record. (Bruera, MacEachern, et al., 1993; DuPen, 1999; NHPCO
CCl1.1, 2; IDT 13.3).

Treatment alternatives are clearly documented and communicated and permit the
patient and their family to make informed choices (Mariano, 2001; NHPCO,

~ 2001; Corner, et al., 1996; NHPCO: ARE 3, 3.1, 3.5)
Family is educated and supported to provide safe and appropriate comfort

measures to the patient (Perrin, 2001; Lo, 2000(NHPCO: CCS 3.3, 13, 13.1, 13.2,
14, 14.1,14.2;IDT 4.1, 5.1; HR 7.2).

A process for quality improvement and review of physical and functional
assessment and effectiveness of treatment is documented and leads to change in
clinical practice. (NHPCO : P14, 4.1, 43,4.4,52,0).

2.2 The imminence of death is recognized, and care appropriate for this phase of illness is
provided to patient and family.

Criteria:

The patient’s and family’s transition to actively dying phase is recognized,
documented and communicated appropriately to patient, family, and staff.
(Kristjanson, 2001; Zabora & Loscalzo, 1998).

As patients decline, the hospice referral option will be reintroduced for those who
have not yet accessed hospice services.

The care plan is revised (Lo, 1996) to meet the unique needs of the patient and
their family at this phase of their illness. The need for higher intensity and acuity
of care during the active dying phase is met and documented . NHPCO: CCS 1-
15; Fine, 1998; NHPCO: CCS 15.1).

Patient and family wishes regarding care setting for the death are documented.
Any inability to meet these needs is reviewed and addressed by the palliative care
team (Lo, 2000; Kristjanson, 1997, NHPCO: CCS 6, 13; CC 3, 3.1,3.2).

End of life concerns, fears, and expectations are addressed openly and honestly in
the context of social and cultural customs (Perrin, 2001; Lo, Quill, & Tulsky,
1999; Monroe, 1998; Corr, 1998; NHPCO: CCS9,9.3, 12).

Symptoms at the end of life are assessed and documented frequently and are
treated based on patient preferences (Abrahm, 2000; Du Pen et al., 1999; Bruera,
1997; NHPCO: CCS 2, 3).

The family is educated regarding the physical and emotional processes of dying.
(Sherman, 2001; Coyle et al., 1999; NHO, 1996; Pickett & Yancey, 1998).
(NHPCO: CCS 12.3)

Emotional and spiritual support for the patient and family is provided during the
dying process and bereavement period (Novak, 2001; Levine, 2000). (NHPCO: ,
CCS 7,7.1,7.2; CCS 11, 11.1-11.3; Bereavement Care and Services 2, 3.)
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Appropriate and sensitive care to patient and family occurs in the hours following
death including physical care of the body in accordance with spiritual needs,
cultural expectations, and rituals (Berry & Griffie, 2001; Matzo, 2001;

~ Kristjanson, 1997; NHPCO: CCS 15.4; HIFCCS 5, 5.1; HRCFCCS 5, 5.1)).

Staff are trained in the pronouncement of death; completion of the death
certificate; organ and tissue donation; and offer of an autopsy (NHPCO: CCS
15.3).

Families are offered guidance and information regarding funeral arrangements.
(NHPCO: CC 2.6)

2.3 The importance of the physical environment in which care is provided is recognized.

Criteria:

When feasible, care is provided in the setting preferred by the patient and their
family (von Gunten, 2002; Emanuel, 2000; Lo, 2000; Lo, 1996; NHPCO: ARE
3.5; CCS 10.2, 13.2, 14; CC 3.1-3.4; HIFARE 1.1).

The care setting addresses safety, space for families to visit, rest, eat or prepare
meals, meet with the palliative care team, flexible visiting hours, and privacy.
(NHPCO: HIFCCS 3; HIFSIC 1,1.1-1.7,5; HRCFSIC 1, 1.1-1.9,2,2.1-2.6, 3,
3.1,5,7,7.1-7.4).

Domain 3: Psychological

3.1 Psychological impact of illness on patient and family is assessed and addressed.

Criteria:

Stress or grief-related disorders, coping strategies, adjustment of patient and
family, and other psychiatric conditions are formally and regularly assessed and
reviewed. (Buckman, 1998; Ramirez, 1998; Lynn, Teno, et al., 1997; NHPCO:
IDT 5.1; CCS6,6.1-6.3, CCS 11, 11.1-11.3; . (NHPCO: CCS 6, 6.1-6.3, 7,
7.1)

The interdisciplinary team includes professionals with skill in psychological
assessment and care during a life-threatening illness (Miller et al., 1998; Glass, et
al.,, 2001; NHPCO: IDT 1.1).

Psychological support is provided to the patient and family by members of the
interdisciplinary team. The goal is to address psychological needs, promote
adjustment, and support opportunities for emotional growth, healing, reframing,
completion of unfinished business, and support through the bereavement period
(Pasacreta et al., 2001; Kuebler et al., 2001; Steinhauser, Christakis, et al., 2000;
Massie & Payne, 1999; Chochinov et al., 1998; Lynn et al., 1997; Lo, Quill, &
Tulsky, 1999; Kristjanson, 1997; Quill, 2000; Lo, Snyder, & Sox, 1999;
NHPCO: IDT5.1; CCS7,7.1,7.2,9,9.1-9.3, 11, 11.1-11.3 12,12.1-12.4,
2.6.).
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(]

[dentified psychiatric co-morbidities in patient and family are treated or referred
for treatment.

3.2 A grief and bereavement program is available to patients and families, based on the assessed
need for services.
Criteria:

Grief and bereavement risk assessment is routine and ongoing for the patient and
their family throughout the illness trajectory, recognizing issues of loss and grief
in living with a life-threatening illness (Corless, 2001; NHPCO: BCS 2, 2.2, 2.3).
Clinical assessment is used to identify people at risk of complicated grief and
bereavement (Potter, 2001; NHPCO: BCS 2.1, 3.4).

Information on loss and grief and the availability of bereavement support services
are made routinely available to families before and after the death of the patient.
(Brown-Saltzman, 1998; Stanley, 2000; NHPCO: IDT 5.1, 6.3, 3.3).

Support and grief interventions are provided in accordance with developmental,
cultural, and spiritual needs, expectations and preferences. (Rando, Speck,
Murray-Parkes; NHPCO: BCS 2, 2.1-2.3)

Staff and volunteers who provide bereavement services receive ongoing
education, supervision, and support (Saunderson, Ridsdale, Jewell, 1999;
NHPCO: BCS 4,4.1,4.2).

Bereavement services are recognized and funded as a core component of the
palliative care service (Potter, 2001; NHPCO: IDT 1.1).°

Bereavement services and follow-up are made available to the family for at least
12 months after the death of the patient. (NHPCO: BCS 1)

Domain 4: Social

4.1 Comprehensive interdisciplinary assessment identifies the social needs of patients and their

Jfamilies.

Criteria:

The interdisciplinary team includes professionals with skills in the assessment and
management of social and practical needs during a life-threatening illness.
(NHPCO: IDT 1.1)

A comprehensive interdisciplinary social assessment is completed and
documented, to include: family structure; relationships; lines of communication;
existing social network; perceived social support; medical decision making; work
settings; finances; sexuality; intimacy; living arrangements; caregiver availability;
access to transportation; access to prescription and over- the-counter medicines;
access to needed equipment; community resources; and legal issues (Crawley,
Payne, et al., 2000; Borum, Lynn, & Zhong, 2000; Burrs, 1995; NHPCO: IDT
5.1; CCS 6, 6.1-6.3; 7,7.1,7.2, 11, 14, 14.1, 14.2).

- The social care plan is formulated from a comprehensive social and cultural

assessment and re-assessment, and reflects and documents values, goals, and
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preferences set by patient and family over time (Hopp & Duffy, 2000; Keovilay,
Rasbridge, Kemp, 2000; Koenig & Gates-Williams, 1995; Waters, 2000; Loudon,
Anderson, et al, 1999; Morrison, Zayas, Mulvihill, Baskin, Meier, 1998;
NHPCO: IDTS.1, 11, 11.1-11.3; CCS 6, 6.1-6.3,7,7.1,7.2,9,9.1-9.3, 12, 12.1-
12.4)

Family meetings are routine and are conducted with members of the
interdisciplinary team to assess understanding and address questions, provide

information, discuss goals of care and advance care planning, determine wishes

and preferences, provide emotional and social support, and enhance
communication (Larson & Tobin, 2000; Ambuel, 1999; Davis, 1996; Eleazer,
Hornung, et al., 1996; Hopp, 2000; Hallenbeck & Mebane, 1996).

4.2 An individualized and comprehensive care plan addressing social and cultural needs is
developed in consultation with patient and family.

Criteria:

Interventions are planned to alleviate caregiver burden and promote caregiver
goals and well-being (Sulmasy, 1997; NHPCO: CCS 10, 10.1-10.3, 11, 1 1.1,
11.3,13,13.1, 13.2).

Referrals to appropriate services are made to meet identified social needs and
which promote access to care, help in the home, transportation, rehabilitation,
medications, community resources, and equipment. NHPCO: IDT 6, 6.3; CCS
14, 14.1, 14.2)

Domain 5: Spiritual or Existential

5.1 Spiritual concerns are assessed.

Criteria:
e The interdisciplinary team includes professionals with skills in the assessment of

and response to spiritual needs associated with life threatening illness (NHPCO:
IDT 1.1)

A spiritual assessment is utilized to identify religious background, spiritual
preferences, and related beliefs and practices of the patient and family (O'Connor,
1993; NHPCO: IDT 7,7.1, 11, 11.2).

5.2 Religious beliefs of patient and family are recognized and respected and
spiritual and religious support is provided for patients and their families as appropriate.

Criteria:
e The interdisciplinary team includes members of the clergy or chaplains.

(NHPCO: IDT 1.1; HIFCCS 2, 2.1, HRCFCCS 2, 2.1.
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s Spiritual care needs are addressed, documented, and incorporated into the plan of

care developed with the interdisciplinary team, patient, and family (Spross, 1996;
 Highfield, 2000; Sherman, 2001; NHCPO: IDT 7,7.1, 11.1).

e Pastoral care professionals facilitate contacts with the community and
spiritual/religious groups or individuals, as desired by the patient and/or family
(Speck, 1998; NHPCO: IDT 7.1).

e Patients have access to clergy in their own religious traditions.

e (NHPCO: IDT 7.1; HRCFCCS 2 practice example)

e There is sensitive use of professional and institutional religious symbols and icons

o The patient and their family are encouraged to display their own
religious/spiritual symbols and icons.

e The palliative care service facilitates religious rites and rituals as desired by
patient and family (HRCFCCS 2, 5.2).

Domain 6: Cultural

6.1 The palliative care service assesses and aims to meet the culture-specific needs of the patient
and family.

Criteria:

e The cultural background, concerns, and needs of the patient and their family are
assessed and documented. (Kagawa-Singer, 1998; Bates & Sanchez-Ayendez,
1997, NHPCO: CCS 6.1;11.1,11.2,12.4;IDT 4.1.9, 5.1, 7.3).

e Cultural needs are identified in the interdisciplinary team care plan. (Waters,
2000; ONS, 1999; Taylor & Box, 1999; Koenig, 1997; Koenig, & Gates-
Williams, 1995; NHPCO: IDT 4, 4.1.9, 5, 5.1.10, -7, 7.1.3.).

e The program aims to respect and accommodate the range of language, dietary,
habitual, and ritual practices of the patients and their families (Mitty, 2001;
Mariano, 2001; Zoucha, 2000; Hallenbeck, 1999; NHPCO: ARE 2, 2.1, 2.2).

e The team has access to and utilizes appropriate translation resources (Solomon,
2000; Langford, 2000; Kagawa-Singer, 1996).

e Recruitment and hiring practices strive to reflect the cultural diversity of the
community. (NHPCO: HR 8, 8.1, 8.2)

Domain 7: Ethics and Law

7.1 The patient’s goals, preferences and choices are respected and form the basis for the plan of
care
Criteria:
e The patient’s expressed wishes, in collaboration with the family and the
interdisciplinary team, form the basis for the care plan. NHPCO: ARE 3, 3.5;
IDT 11)
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¢ The palliative care program promotes advance care planning in order to
understand and communicate patient’s preferences for care across the healthcare
continuum. (Wenger et al., 2000; Hammes & Rooney, 1998; Bradley, Peiris, &
Wetle, 1998; Miles, Koe, & Weber, 1996; NHPCO: ARE 3.3, 3.4).

e When patients are unable to communicate, the palliative care program seeks to
identify advance care directives, evidence of previously expressed wishes, values
and preferences, and the appropriate surrogate decision-makers (NHPCO: ARE
3.2,3.3,6.2.

o Evidence of patient preferences for care is routinely documented in the medical
record. (NHPCO: ARE 3.2,3.3,3.5,3.6)

7.2 The palliative care service is aware of and addresses the complex ethical issues arising in
the care of persons with life threatening illness.

Criteria:

e Ethical concerns commonly encountered in palliative care are recognized and
addressed, using ethical principles to prevent or resolve ethical dilemmas,
including: beneficence; respect for persons and self-determination and associated
regulatory requirements for truth-telling, capacity assessment, confidentiality, and
informed consent; attention to justice and to nonmalificence and associated
avoidance of conflicts of interest. (Schwarz, 2001; Mezey et al., 2000; Scanlon,
1998; Scanlin & Rushton, 1998; Blackhall, Murphy, et al., 1995; NHPCO: ARE
8, 8.1, 8.2).

e Care is consistent with the professional codes of ethics, and scope, standards, and
code of ethics of palliative care practice are modeled on existing
professional.codes of ethics for all relevant disciplines. (Appendix 1; NHPCO re
8, 8.1, 8.2; (NHPCO: IDT 15.1cite codes of ethics for all relevant disciplines and
palliative care professional organizations).

o The palliative care team aims to prevent, identify, and resolve ethical dilemmas
related to specific interventions such as withholding or withdrawing treatments
(including nutrition and hydration), instituting DNR orders, the principle of
double effect, and the use of sedation in palliative care (Stanley, & Zoloth-
Dorfman, 2001; Faber-Langerhorn, 2000; Hamel et al., 1999; Roy & MacDonald,
1998; Faber-Langerhorn, 1996).

¢ Ethical issues are documented; referrals are made to ethies consultants or
committee, as appropriate (Jurchak, 2000; Dowdy, Robertson, & Bander, 1998;
NHPCO: ARE 8, practice example.).

7.3 The palliative care service is knowledgeable about legal and regulatory issues related to
palliative care.

Criteria:
e Palliative care practitioners are knowledgeable about legal and regulatory
issues, including federal and state statues and regulations regarding medical
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decision-making, advance care planning and directives, the roles and
responsibilities of surrogate decision-makers; appropriate prescribing of
opioids and other controlled substances; pronouncing death; request for
autopsy and organ transplant; and associated documentation in the medical
record (Ramsey, 2001; Midwest Bioethics Center, 2001; Thorns & Sykes,
2000;-Mezey et al., 2000; NHPCO: ARE 6.2; CCS 14.1, 14.2).
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Conclusion

Palliative care programs aim to support patients and families through the course of
illness and bereavement through skilled, interdisciplinary attention to pain and symptom
distress, emotional, spiritual, and practical support, and coordination across the continuum of
healthcare settings. The goal is to achieve the best possible quality of life as determined by
the patient and their family. These standards for quality palliative care programs represent
the consensus opinion of the major palliative care organizations and leaders in the United
States, and are based both on scientific evidence and expert professional opinion. Standards
are required to encourage a level of consistency, comprehensiveness, and quality that patients
and families can come to expect and rely upon, whatever their diagnosis, wherever they live,
and regardless of the setting of care. The widespread adoption of these standards in the
United States will promote access to consistent and high quality clinical services and
establish palliative care standards as the expectation for the health care of persons living with
life threatening illness.
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APPENDIX 1

Palliative Care and the Hospice Movement in the United States

While new clinical specialties in palliative medicine and nursing are emerging, palliative
care is not new. At 30 years of age, it is older than personal computers, in vivo magnetic
resonance imaging and HIV/AIDS. Richard Nixon was president when the first palliative care
program, The Connecticut Hospice, was inaugurated in the United States in 1974. Early
standards for hospice, developed 4 years before the advent of the Medicare Hospice Benefit,
clearly state a philosophy that is relevant to hospices’ expansion of palliative care services today:

“Appropriate therapy is the goal of Hospice Care.... Appropriate medical care is
always a blend of two complementary systems of therapy—curative and
palliative...Even if (curative therapies) do not produce a cure, they may still be
partially successful in establishing disease control....Seldom does a patient
receive therapy that is solely curative or palliative in nature, Rather there is an
equilibrium between these two systems of therapy from the time of diagnosis until
the time of death.” (National Hospice Organization, 1979, p. 10)

Surveys in the United States have consistently demonstrated a high rate of satisfaction
among Americans with hospice services, which is reimbursable under the Medicare (1983) and
Medicaid programs, as well as most private insurance carriers. Hospice programs created
increased opportunity for death at home, focusing on symptom control and psychological and
spiritual issues that has been lacking in other health care contexts. Since 1974 over 7 million
patients and their families have received high quality end-of-life care at home (e.g. a private
residence, assisted living facility, group home, homeless shelter) as well as in nursing homes and
hospitals through certified hospice programs. (NHPCO, 2003).

The primary clinical characteristics of hospice care and palliative care are inclusive. Both
palliative care and hospice programs:

e Acknowledge the patient and their family as the unit of care, and value reduction of
caregiver mortality and morbidity by actively reducing the physical and emotional burden
associated with caregiving and grief.

¢ Rely on interdisciplinary assessment, treatment and evaluation.

o Energetically respond to the consequences of illness facing the patient and family,
including:

o The need for symptom management

o Practical guidance and support of care at home, where most people spend most of
their time and most prefer to be as death approaches. ‘

o Anticipatory counseling/crisis prevention/critical decision support.

o Health promotion, even in the face of physical decline.
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o Address historic forms of patient abandonment, such as the health care workers’ isolation
of patients who “failed therapy,” believing “nothing more can be done.”
s Incorporate a human development perspective with respect to life-altering illness.

Responding to Community Need:

Since the mid 80s leading hospices have aimed to expand access to services in order to
reach people based on human need, even if these individuals did not meet prognostic
requirements or were unwilling to give up disease-modifying care. This effort has grown,
despite the increasingly strict eligibility requirements imposed by hospices’ fiscal
intermediaries.. Some hospices, such as Hospice of Michigan, San Diego Hospice and Palliative
Care, and Hospice and Palliative Care of the Bluegrass have contributed to palliative care
education through relationships with local universities and colleges in schools of medicine,
nursing, pastoral care, and social work. Hospice programs that provide services outside of
conventional hospice benefits, are referred to as “upstream hospice,” while those with dedicated
professional education, research and public policy/advocacy components are referred to as
“comprehensive hospice centers.” (Jennings et. al. 2003, pp48-49.).

In the past 8-10 years, physicians, nurses and other health care professionals in
universities and teaching institutions have championed efforts to improve care for those seriously
ill patients that hospices have traditionally not served. These services, while variably defined,
have been collectively termed “palliative care programs.” They may be independent of hospice
services or contractually related to hospices. In some hospitals, such as UCSF Medical Center,
“comfort suite” services are offered for dying patients who are unlikely to leave the hospital. In
other hospitals, such as the Ireland Cancer Center at Case Western Reserve University School of
Medicine in Cleveland, palliative care clinicians provide intensive symptom management and
counseling to patients and family members from the point of diagnosis and throughout the course
of cancer treatment. In still other models, the palliative care program staff work in close
collaboration with local hospice staff to ensure continuity of care when a patient is discharged
home or to a nursing home.

TEXT BOX
Hospice Utilization and Growth.

Not all Americans who die each year are “patients.” The National Hospice and
Palliative Care Organization estimates those who would benefit from hospice care are
approximately 70% of the total number of Americans who die. Death from
homicides, suicides, drug and alcohol use, unintentional injuries (fires, drowning,
suffocation, poisonings, motor vehicle accidents, falls, etc.) or sudden death events
from disease (M, stroke, hemorrhage, infection, etc.) would not be part of the
hospice or palliative care denominator.

It is estimated that hospices provide care to 40% of Americans who experience a
death with a preceding period of dependency in activities of daily living
(www.nhpco.org), and in 2002 50% of US hospice patients had noncancer diagnoses.
Currently, more than half of the patients in the US who die with a diagnosis of cancer

opt for hospice care, while in an increasing number of hospices care for over 90% of
patients with cancer in their communities.
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[t is conservatively estimated that an additional two million caregivers received

family/bereavement services in 2002. (www.nhpco.org, 2003).

Until recently, the epidemiologic consequences of hospice programs bereavement service
requirement have been unrealized. In a matched cohort study of 195,553 elderly spouses of
hospice and nonhospice decedents, Medicare claims data demonstrates a statistically significant
positive difference in survival rates for the spouses of hospice decedents, particularly among
wives. (Christakis and Iwashyna, 2003.)

END TEXT BOX

The relevant differences between hospice programs and palliative care programs are
summarized in Table 1. Their synergistic potential is based on their complementary core
competencies and practice patterns. This potential is important, for hospice expansion and
improvement in the delivery of palliative care in settings such as hospitals have, together, the
capacity to respond to the needs of the growing population of elderly with chronic and serious

illness.
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TABLE 1.

Current Similarities and Differences between Hospice and Hospital Based
Palliative Care Programs

Hospice

Hospital based PC

Informed Consent?

Patient signs informed
consent for hospice
services and care
management across
settings

Patient signs informed
consent for hospital services
and risk-bearing therapies

Prognosis Requirement?

Medicare requires a 6
month prognosis and state
licensure requirements
vary from 6 months to a
“limited life expectancy.”
Individual hospices may
serve patients > 6 months.

Curative Treatment
Restrictions?

Frequently

No

Life-prolonging
Treatment
Restrictions?

Program specific.

Some palliative treatments
may extend life

No

Some palliative treatments
may extend life

Use of “high tech/high
cost” treatments for
symptom management
(radiation therapy,
chemotherapies, blood
products)

Variable, dependent on

factors such as hospice

size and resources and
proximity to delivery site

Available

Average and Median
Length of Stay

2001:
ALOS 48 days
MLOS 20.5

Can repeat admissions

Data not available,
presumed to be variable

Can repeat admissions

Range in length of service

Generally hours to months,
though
x% of patients enrolled on
the MHB are alive at the
end of ] year.

Hours to years
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Pt/family focus? Yes Yes
IDT? Defined by NHPCO Variably defined and
Standards of Practice for unregulated
Hospice Programs and
regulated through

accreditation standards,
state licensure and
Medicare Conditions of
Participation

24/7 case mgt across
settings?

On-call coverage 24/7 in
unregulated home
environments and other
care sites for phone advice
and emergency Vvisits

Intensive 24/7 coverage in
highly regulated
environment

MD or NP is most often the

“case manager” available by

phone for crises outside of

hospital.
Primary treatment setting Home Hospital
Provides routine and Yes

direct care to persons in
nursing homes?

Nursing homes considered
primary residence

Generally not

Generally not, except in

Provides and supervises Yes

care at home? association with hospice or
home health program

Bereavement services Yes Variable

Community engagement Yes Variable

on issues of grief and loss

Program regulation:
JCAHO Accreditation

Medicare Certification

State Licensure

Yes, mandatory in
programs that have an
accredited parent, such as
hospitals

Yes

46/50 states

Palliative care is not
currently regulated but most
often provided in accredited
hospitals and state licensed

nursing homes.
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Primary form of Medicare/Medicaid/private Medicare Part B/DRG

reimbursement isurance Medicaid/private insurance
Voluntary Consensus Original: 1979 2003 proposed
Standards Revised 1983, 1987, 1993,

2000

The rationale for the palliative care - hospice continuum is apparent: the hospice
community has been instrumental in the growth of palliative care, as it has continuously sought
and found better ways to serve patients and families. As of 2002, 41% of hospices are delivering
palliative care services outside of the Medicare Hospice Benefit, and another 19% are planning
such programs (NHPCO, Connor, 2003). Importantly, nearly a third of the nation’s 3,200
hospices are hospital based, and many hospital, nursing home, and home care agency palliative
care programs have been both initiated and supported by hospice professionals. Further, all
reported data to date suggest that palliative care programs in a range of care settings (cites
Ireland Cancer center, Mt Sinai, Kaiser, others) result in marked increases in number of
appropriate referrals and length of stay in hospice.

As a philosophy of care, the palliative care services and case management offered by
hospices should be available to any patient and family who can benefit. Access to hospice
programs should not be influenced by the availability of life prolonging therapies or the patient’s
desire to pursue these approaches, for many patients wish to continue life prolonging treatments
as long as the treatment benefits outweigh the burdens

Finally, while this document has largely focused on the development of standards that
have a high degree of applicability in hospitals, focused efforts need to be made to improve the
quality of life and life closure of Americans in nursing homes, where limited resources and staff
turnover often make the availability of expert interdisciplinary palliative care services difficult.
(Miller, 2000, pg. 11) In partnership with hospitals and other community partners, palliative care
programs and hospices must consider how best to extend palliative services to this vulnerable
population. '

History of the National Consensus Project

Development of U.S. palliative care consensus standards was discussed during a national
leadership conference coordinated by the Center to Advance Palliative Care (CAPC) held in
December, 2001, at the New York Academy of Medicine. Participants at this conference (listed
at www.nationalconsensusproject.org) were identified through a national peer nomination :
process. The early goals of the National Consensus Project were:
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1. To define an effective national consensus process for establishment of voluntary
consensus standards for quality palliative care in the United States;

Uditeo RAEVYE

involved the major palliative care organizations in the United States and a large number of

professionals in diverse disciplines; and
3. To disseminate these standards to all stakeholders involved in the delivery of
healthcare to persons with life-threatening illnesses in the United States.

. 2.To develop such standards through an evidence-based iterative review process that

A timeline detailing the activities of the National Consensus Project between December 2001
and the standards publication date may be found on page X.

Organizational Structure of the National Consensus Project

The National Consensus Project has been structured to maximize the participation and
input of a broad range of palliative care professionals, healthcare organizations, policy and
standard-setting bodies, consumers, and payers. To this end, a series of working groups has been
formed to ensure a comprehensive, transparent, and representative COnsensus process
underpinning the development of Voluntary Consensus Standards for palliative care.

Consortium Organizations for the NCP: Based on recommendations from the broader
palliative care community, five key national palliative care organizations formed a consortium to
oversee and ensure the success of the National Consensus Project. The Consortium includes:

e American Academy of Hospice and Palliative Medicine: A physician
membership organization for palliative care and hospice professionals.

e Center to Advance Palliative Care: A Robert Wood Johnson Foundation—
funded initiative to promote the development of quality palliative care programs
in hospitals and other healthcare settings.

e Hospice and Palliative Nurses Association: A nursing membership
organization for palliative care and hospice professionals.

o National Hospice and Palliative Care Organization: A hospice membership
organization serving U.S. hospices.

e Partnership for Caring: America’s Voices for the Dying: A membership
organization for consumers and other constituencies promoting patient rights in
healthcare decision-making and access to care.

Steering Committee: Each of the five consortium organizations has appointed 4
representatives to a Steering Committee (members listed on page ). The Steering
Committee is charged with the responsibility for ensuring the timely completion of the consensus
document, communication and dissemination of progress reports to all appropriate stakeholders,
and procurement of the necessary financial support for the project. The Steering Committee has
made all decisions regarding the NCP through a voting process at regular monthly meetings.
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Advisory Committee: An Advisory Committee (list of members in Appendix) was
established concurrent with the Steering Committee. This group, which includes approximately

100 nationally recoenized palliative care leaders nominated bv their peers. has served as
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document reviewers and key contributors to document development and revision.

Liaison Organizations: During the process of document creation, a list of potential
Liaison Organizations was developed (list of organizations in Appendix). Approximately 50
organizations with major responsibility for healthcare of patients with life-threatening illnesses
in the U.S. have been invited to offer their endorsement and to assist in broadest possible
national dissemination of the standards.

Process for Developing Consensus
The Steering Committee developed a process for drafting and reviewing the document.
The steps in this process are as follows:

e An outline that identified the key domains to be addressed was developed by the
Steering Committee after review of all existing standards and consensus
documents (Appendix 1), and input from the Advisory Committee.

e Voluntary standards were developed based on consensus and the best available
medical evidence.

e Drafis of the document were reviewed and edited by the Steering Committee.

e Using a | - 4 scale, the Steering Committee reviewed and rated each section/item.
A score of 1 was a full rejection; a 2 was a rejection with multiple reservations; 3
indicated acceptance with reservations and 4 indicated full acceptance of the
section/item.

e A tally of the total Steering Committee ratings and comments were reviewed and
discussed with resolution and/or revision of any item receiving less than 70%
agreement.

o The revised document was reviewed by the Steering Committee. When the vote
on acceptance of the entire document achieved greater than 70% agreement, the
document was then distributed to the Advisory Committee (members listed in
Appendix 2) for review and rating using the 1-4 scale, and to the five Consortium
Organizations for review by their Boards of Directors or respective governing
bodies.

e Feedback and ratings by the Advisory Committee and Consortium Organization
Boards were tallied and reviewed by the Steering Committee. Subsequent
revisions were reviewed, voted on, and approved by the Steering Committee.
Unanimity of approval by the five consortium organizations was required at this
stage of document development.

e The document was then distributed to approximately 50 Liaison Organizations

~ with major responsibility for healthcare of patients with life-threatening illnesses
in the U.S. for possible endorsement and assistance in national dlssemmatxon of
the standards. )

e In order to ensure the success and effectiveness of the project in improving access
to quality palliative care in the United States, a comprehensive communication

NCP Standards Draft 5 August 25, 2003
Page 32




and dissemination plan for the document was developed. The communications
plan will ensure distribution of the standards to organizations, associations,
clinicians, managers, providers, policy makers, educators, researchers, and o
individuals planning, providing, or assessing palliative care programs.

DO NOT RATE BEYOND THIS POINT
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SELECTED PROVISION OF THE BYLAWS OF NCSBN

From NCSBN Bylaws as revised 8/11/01 and present at the 2003 NCSBN Annual
Meeting

Article II

Purpose and functions

Section 1. Purpose. The purpose of the National Council is to provide an organization
through which state boards of nursing act and counsel together on matters of common
interest and concern affecting the public health, safety and welfare, including the

development of licensing examination in nursing.

Section 2. Functions. The National Council's functions shall include but not be limited
to providing services and guidance to its members in performing their regulatory
functions regarding entry into nursing practice, continued safe nursing practice and
nursing education programs. The National Council provides Member Boards with
examinations and standards for licensure and credentialing; promotes uniformity in
standards and expected outcomes in nursing practice and education as they related to the
protection of the public health, safety and welfare; provides information, analyses and
standards regarding the regulation of nursing practice and nursing education; promotes
the exchange of information and serves as a clearinghouse for matters related to nursing
regulation.

Article 11
Members

Section 2. Qualifications. Any state board of nursing that agrees to use one or more
National Council Licensing Exams (the "NCLEX® examination" under the terms and
conditions specified by the National Council and pays the required fees may be a member
of the National Council ("Member Board").

Section 3. Admission. A state board of nursing shall become a member of the National
Council and be known as a Member Board upon approval by the Delegate Assembly, as
described in Article IV, payment of the required fees and execution of a contract for

using the NCLEX® examination.

Section 6. Privileges. Membership privileges include but are not limited to the right to
vote as prescribed in these bylaws and the right to assist in the development of the
NCLEX® examination, except that a Member Board that uses both the NCLEX
examination and another examination leading to the same license shall not participate in
the development of the NCLEX examination to the extent that such participation would
jeopardize the integrity of the NCLEX examination.
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Section 7. Noncompliance. Any Member Board whose fees remain unpaid after
January 15 is not in good standing. Any Member Board which does not comply with the
provisions of the bylaws and contracts of the National Council shall be subject to
immediate review and possible termination by the Board of Directors.

Section 9. Reinstatement, A Member Board in good standing that chooses to terminate
membership shall be required to pay only the current fee as a condition of future
reinstatement. Any membership which has been terminated for nonpayment of fees shall
be eligible for reinstatement to membership upon payment of the current fee and any
delinquent fees.

Article IV
Delegate Assembly

Section 1. Composition....

b) Qualification of Delegates. Members and employees of Member Boards shall be
eligible to serve as delegates until their term or their employment with a Member Board
ends. A National Council officer or director may not represent a Member Board as a

delegate.

Section 3. Authority. The Delegate Assembly, the membership body of the National
Council, shall provide direction for the National Council through resolutions and
enactments, including the adoption of the mission and strategic initiatives, at any Annual
Meeting or special session. The Delegate Assembly shall approve all new National
council memberships; approve the substance of the NCLEX examination contracts
between the National Council and Member Boards; adopt test plans to be used for the
development of the NCLEX examination; approve the NCLEX examination test service;
and establish the fee for the NCLEX examination.

Article V
Officers and Directors

Section 3. Qualifications. Members and employees of Member Boards shall be eligible
to serve as National Council officers and directors until their term or their employment
with a Member Board ends. Members of a Member Board who become permanent
employees of a Member Board will continue their eligibility to serve. ‘

Section 7. Limitations. No person may hold more than one officer position or
directorship at one time. No officer or director shall hold elected or appointed office or a
salaried position in a state, regional or national association or body if the office or
position might result in a potential or actual, or the appearance of, a conflict of interest
with the National Council, as determined by the Committee on Nominations before
election to office and as determined by the Board of Directors after election to office....
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Article VI
Board of Directors

Section 2. Authority. The Board of Directors shall transact the business and affairs and

Al A tha N
act on behalf of the National Council except to the extent such powers are reserved to the

Delegate Assembly as set forth in these bylaws and provided that none of the Board's acts
shall conflict with resolutions or enactments of the Delegate Assembly. The Board of
Directors shall report annually to the Delegate Assembly.

Article VIII
Meetings

Section 1. Participation.

a) Delegate Assembly Session.

(i) Member Boards. Members and employees of Member Boards shall have
the rights, subject to the Standing Rules of the Delegate Assembly, to
speak at all open sessions and forums of the Delegate Assembly, provided
that only delegates shall be entitled to vote and only delegates and
members of the Board of Directors may make motions at the Delegate
Assembly, except the Examination Committee may bring motions to
approve test plans pursuant to Article X, Section 1(a).

(i)  Public. All sessions of the Delegate Assembly held in accordance with
Sections 4 and 5 of Article IV of these bylaws shall be open to the public,
except executive sessions, provided that the minutes reflect the purpose of,
and any action taken in, executive session.

Article X

Section 1. Standing Committees. National Council shall maintain the following

standing committees.

a) Examination Committee. The Examination Committee shall be comprised of at
least nine members. One of the committee members shall be a licensed
practical/vocational nurse or a board or staff member of an LPN/VN board. The
committee chair shall have served as a member of the committee prior to being
appointed as chair. The Examination Committee shall provide general oversight
of the NCLEX® examination process, including examination item development,
security, administration and quality assurance to ensure consistency with the
Member Boards' need for examinations. The Examination Committee shall
approve item development panels and recommend test plans to the Delegate
Assembly. Subcommittees may be appointed to assist the Examination
Committee in the fulfillment of its responsibilities.

c) Practice, Regulation, and Education Committee. The Practice, Regulation, and
Education Committee shall be comprised of at least six members. The Committee
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shall provide general oversight of nursing practice, regulation, and education
issues.

Section 2. Special Committees. The Board of Directors may appoint special committees
as needed to accomplish the mission of the National Council and to assist any Standing
Committee in the fulfillment of its responsibilities. Special committees may include
subcommittees, task forces, focus groups, advisory panels or other groups designated by
the Board of Directors.

Section 4. Committee Membership.
a) Composition. Membership of Standing and Special committees shall be

appointed by the Board of Directors. Standing committees shall include only current
members and employees of Member Boards. Special committees may also include
consultants or other individuals selected for their special expertise to accomplish a
committee's charge. In appointing committees, one representative from each Area shall
be selected unless a qualified member from each Area is not available considering the
expertise needed for the committee work. The president, or president's delegate, shall be
an ex-officio member of all committees except the Committee on Nominations.




