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he National Quality Forum (NQF) has acknowledged the increas-

ingly important role of palliative care and hospice services by
identifying them as national priority areas for healthcare quality
improvement. A comprehensive set of performance metrics is needed
to gauge our progress in these clinical areas; unfortunately, there are
many measure and research gaps that prevent a thorough assessment
of palliative care and hospice quality.

The palliative care and hospice framework endorsed in this report
is intended as the first step in creating a comprehensive quality
measurement and reporting system for palliative care and hospice
services. The framework also served as a road map for the identification
of a set of NQF-endorsed™ preferred practices aimed at improving
palliative and hospice care across the Institute of Medicine’s six
dimensions of quality —safe, effective, timely, patient centered, efficient,
and equitable.

We thank the Review Committee for its dedication to improving
palliative and hospice care, and we thank NQF Members for their
collective commitment to improving healthcare quality through their
approval of the framework and practices.
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he number of palliative care and hospice programs has grown

rapidly in recent years, as a result of the recognition of the unique
constellation of skills that are required to manage the symptoms and
needs of seriously sick patients, including those who are terminally ill,
and the growth in the population living with chronic, debilitating
diseases. Although the provision of this specialized care occurs at all
levels of the healthcare system, it frequently requires the input of spe-
cialized teams. The National Quality Forum (NQF) acknowledged the
importance of palliative care and hospice programs when it made
them national priority areas for healthcare quality improvement.'

In order to ensure that palliative care and hospice services are of the
highest quality, NQF envisions a quality measurement and reporting
system focused on these critical areas. As a first step in deriving this
system, NQF, with support from the Robert Wood Johnson Foundation
and the Department of Veterans Affairs, has endorsed a framework to
guide the selection of a comprehensive measure set and a set of pre-
ferred practices related to palliative and hospice care. Also identified
are areas where research is required to fill the gaps in a measurement
system.

In developing the framework, which used the National Consensus
Project for Quality Palliative Care’s (NCP’s) Clinical Practice Guidelines
for Quality Palliative Care as the starting point, NQF used the following
definitions:

'National Quality Forum (NQF), National Priorities for Healthcare Quality Measurement and
Reporting: A Consensus Report, Washington, DC: NQF; 2004.
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Palliative care refers to patient- and
family-centered care that optimizes
quality of life by anticipating, preventing,
and treating suffering. Palliative care
throughout the continuum of illness
involves addressing physical, intellectual,
emotional, social, and spiritual needs
and facilitating patient autonomy, access
to information, and choice.

Hospice care is a service delivery system
that provides palliative care for patients
who have a limited life expectancy

and require comprehensive biomedical,
psychosocial, and spiritual support as
they enter the terminal stage of an
illness or condition. It also supports
family members coping with the com-
plex consequences of illness, disability,
and aging as death nears. Hospice care
further addresses the bereavement needs
of the family following the death of the
patient.

Of particular importance, palliative
care services are indicated across the
entire trajectory of a patient’s illness and
its provision should not be restricted to
the end-of-life phase.

The palliative care and hospice frame-
work that is presented in the first chapter
of this report provides the foundation
upon which a quality measurement
and reporting system should be built. It
identifies 12 structural and programmatic
elements as essential to the performance of
sound programs: interdisciplinary teams;
diverse models of delivery, bereavement
programs; educational programs; patient
and family education; volunteer programs;
quality assessment/performance improve-
ment; community outreach programs;
administrative policies; information

technology and data gathering; methods
for resolving ethical dilemmas; and person-
nel self-care initiatives.

The framework served as a road map for
the identification of a set of NQF-endorsed™
preferred practices, presented in chapter 2,
that should fulfill the needs of a compre-
hensive evaluation and reporting program
and ensure that palliative and hospice care
are safe, beneficial, timely, patient centered,
efficient, and equitable. Over the past three
decades, barriers and facilitators to the
provision of optimal palliative and hospice
care have been studied, developed, and
identified. And although palliative and
hospice care programs ultimately respond
to the unique demands of their local
communities, a set of preferred practices
can serve as the building blocks for high-
quality programs across many practice
settings and as the basis for developing
performance measures.

The 38 preferred practices presented in
this report (see table 1) have been endorsed
as suitable for implementation by palliative
care and hospice programs. They were
derived from NCP’s eight domains of
quality palliative and hospice care:

structures and processes of care;
physical aspects of care;

psychological and psychiatric aspects
of care;

social aspects of care;

spiritual, religious, and existential
aspects of care;

cultural aspects of care;
care of the imminently dying patient; and

ethical and legal aspects of care.
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Finally, during the course of this study, in chapter 3 in the hope that this will
gaps in the knowledge base addressing expedite the development of a comprehen-
palliative and hospice care were identified. sive measurement and reporting system for
An agenda for further research is presented palliative care and hospice services.

Table 1 - Preferred Practices

AN o

20.

Provide palliative and hospice care by an interdisciplinary team of skilled palliative care professionals, including, for example, physicians, nurses,
social workers, pharmacists, spiritual care counselors, and others who collaborate with primary healthcare professional(s).

Provide access to palliative and hospice care that is responsive to the patient and family 24 hours a day, 7 days a week.

Provide continuing education to all healthcare professionals on the domains of palliative care and hospice care.

Provide adequate training and clinical support to assure that professional staff are confident in their ability to provide palliative care for patients.
Hospice care and specialized palliative care professionals should be appropriately trained, credentialed, and/or certified in their area of expertise.

Formulate, utilize, and regularly review a timely care plan based on a comprehensive interdisciplinary assessment of the values, preferences,
goals, and needs of the patient and family and, to the extent that existing privacy laws permit, ensure that the plan is broadly disseminated, both
internally and externally, to all professionals involved in the patient’s care.

Ensure that upon transfer between healthcare settings, there is timely and thorough communication of the patient’s goals, preferences, values,
and clinical information so that continuity of care and seamless follow-up are assured.

Healthcare professionals should present hospice as an option to all patients and families when death within a year would not be surprising and
should reintroduce the hospice option as the patient declines.

Patients and caregivers should be asked by palliative and hospice care programs to assess physicians'/healthcare professionals’ ability to discuss
hospice as an option.

. Enable patients to make informed decisions about their care by educating them on the process of their disease, prognosis, and the benefits

and burdens of potential interventions.

. Provide education and support to families and unlicensed caregivers based on the patient’s individualized care plan to assure safe and

appropriate care for the patient.

. Measure and document pain, dyspnea, constipation, and other symptoms using available standardized scales.
. Assess and manage symptoms and side effects in a timely, safe, and effective manner to a level that is acceptable to the patient and family.
. Measure and document anxiety, depression, delirium, behavioral disturbances, and other common psychological symptoms using available

standardized scales.

. Manage anxiety, depression, delirium, behavioral disturbances, and other common psychological symptoms in a timely, safe, and effective

manner to a level that is acceptable to the patient and family.

. Assess and manage the psychological reactions of patients and families (including stress, anticipatory grief, and coping) in a regular, ongoing

fashion in order to address emotional and functional impairment and loss.

. Develop and offer a grief and bereavement care plan to provide services to patients and families prior to and for at least 13 months after the

death of the patient.

. Conduct regular patient and family care conferences with physicians and other appropriate members of the interdisciplinary team to provide

information, to discuss goals of care, disease prognosis, and advance care planning, and to offer support.

. Develop and implement a comprehensive social care plan that addresses the social, practical, and legal needs of the patient and caregivers,

including but not limited to relationships, communication, existing social and cultural networks, decisionmaking, work and school settings,
finances, sexuality/intimacy, caregiver availability/stress, and access to medicines and equipment.

Develop and document a plan based on an assessment of religious, spiritual, and existential concerns using a structured instrument, and
integrate the information obtained from the assessment into the palliative care plan.
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Table 1 - Preferred Practices (continued)

21.

22.
23.

24,

25.
26.

2].

28.

29.

30.
3N

32.

33.

34.

35

36.

37.
38.

Provide information about the availability of spiritual care services, and make spiritual care available either through organizational spiritual care
counseling or through the patient’s own clergy relationships.

Specialized palliative and hospice care teams should include spiritual care professionals appropriately trained and certified in palliative care.

Specialized palliative and hospice spiritual care professionals should build partnerships with community clergy and provide education and
counseling related to end-of-life care.

Incorporate cultural assessment as a component of comprehensive palliative and hospice care assessment, including but not limited to locus
of decisionmaking, preferences regarding disclosure of information, truth telling and decisionmaking, dietary preferences, language, family
communication, desire for support measures such as palliative therapies and complementary and alternative medicine, perspectives on death,
suffering, and grieving, and funeral/burial rituals.

Provide professional interpreter services and culturally sensitive materials in the patient’s and family’s preferred language.

Recognize and document the transition to the active dying phase, and communicate to the patient, family, and staff the expectation of
imminent death.

Educate the family on a timely basis regarding the signs and symptoms of imminent death in an age-appropriate, developmentally appropriate,
and culturally appropriate manner.

As part of the ongoing care planning process, routinely ascertain and document patient and family wishes about the care setting for the site of
death, and fulfill patient and family preferences when possible.

Provide adequate dosage of analgesics and sedatives as appropriate to achieve patient comfort during the active dying phase, and address
concerns and fears about using narcotics and of analgesics hastening death.

Treat the body after death with respect according to the cultural and religious practices of the family and in accordance with local law.

Facilitate effective grieving by implementing in a timely manner a bereavement care plan after the patient’s death, when the family remains the
focus of care.

Document the designated surrogate/decisionmaker in accordance with state law for every patient in primary, acute, and long-term care and in
palliative and hospice care.

Document the patient/surrogate preferences for goals of care, treatment options, and setting of care at first assessment and at frequent intervals
as conditions change.

Convert the patient treatment goals into medical orders, and ensure that the information is transferable and applicable across care settings,

including long-term care, emergency medical services, and hospital care, through a program such as the Physician Orders for Life-Sustaining
Treatment (POLST) program.

. Make advance directives and surrogacy designations available across care settings, while protecting patient privacy and adherence to HIPAA

regulations, for example, by using Internet-based registries or electronic personal health records.

Develop healthcare and community collaborations to promote advance care planning and the completion of advance directives for all individuals,
for example, the Respecting Choices and Community Conversations on Compassionate Care programs.

Establish or have access to ethics committees or ethics consultation across care settings to address ethical conflicts at the end of life.

For minors with decisionmaking capacity, document the child’s views and preferences for medical care, including assent for treatment, and

give them appropriate weight in decisionmaking. Make appropriate professional staff members available to both the child and the adult
decisionmaker for consultation and intervention when the child’s wishes differ from those of the adult decisionmaker.
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he number of palliative care and hospice programs has grown

rapidly in recent years in response both to growth in the population
living with chronic, debilitating, and life-threatening illness and
injury"**** and to clinician interest in effective approaches to the care
of such patients.*”**" Palliative care focuses on the relief of suffering
and support for the best possible quality of life for patients with
serious and complex chronic illness, as well as for their families.* In
practice, palliative care involves the assessment and treatment of pain
and other symptoms; expert communication with patients, families,
and other health professionals about the goals of medical care" and
the decisions and treatments that would support those goals; the
assurance of quality communication and coordination across care
settings and through disease transitions; the provision of psychosocial
support; and consistent attention to quality of life."”” Pain management
and end-of-life care are 2 of the 23 National Quality Forum (NQF)-
endorsed™ national priority areas for healthcare quality improvement.
As such, these areas represent high priorities for the identification of
goals and targets to achieve high-quality care, which, in turn, should
result in the endorsement of measures to assess palliative and hospice
care quality. This framework" is a first step toward this end.

* The patient’s family should be defined by the patient and respected by all providers. When a
surrogate decisionmaker is designated, this individual should receive the same educational and
support services that would have been provided to the patient and the family.

T The National Consensus Project for Quality Palliative Care’s (NCP’s) publication Clinical
Practice Guidelines for Quality Palliative Care (NCP Guidelines) was the starting point for this
framework. The NCP Guidelines provided an exposition of the fundamental approach, requisite
capabilities, and desired outcomes for viewing the full spectrum of palliative care services.

This document expands on certain areas and also is structured to provide a comprehensive
framework for palliative and hospice care quality measurement and reporting.
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Integrating palliative and life-prolonging
interventions into general care presents a
major challenge for healthcare in the
United States. Because palliation is a critical
dimension of healthcare, all patients
should have access to primary healthcare
practitioners who are skilled and knowl-
edgeable about basic palliative therapies.
All physicians need to know when the
services of interdisciplinary specialist-level
palliative care clinicians are indicated and
how to access them. In other cases, a
patient or his or her family may request,
require, or be referred to the services of
palliative care specialists. When a patient
moves into the late stages of a life-threaten-
ing or debilitating illness or injury, the
relative need for palliative care increases
and access to hospice programs should be
enhanced to ensure that comprehensive and
high-intensity palliative care is available
during this stage of illness and during
family bereavement. Such an approach
should provide all patients with an inte-
grated approach to treatment that looks to
quality of life, as well as to quality of care,
throughout their experience with the
healthcare system.

A central tenet of palliative care is that
the needs of patients* and families should
be met by a genuine partnership between
palliative care and hospice programs. Close
coordination and partnerships between
palliative care and hospice programs
support the continuity of palliative care
throughout the course of illness and
across the continuum of care settings.
Comprehensive hospice care often best

meets the complex and intensive terminal
care needs of most patients and families
facing the end of life.

To ensure that palliative care and hospice
services are of the highest quality, it is
essential to develop and endorse voluntary
consensus standards, including validated
performance measures, that can be used in
evaluating, monitoring, and reporting the
quality of care. The framework presented
in this chapter represents the first step in
this process and provides the foundation
for a comprehensive program of palliative
and hospice care performance evaluation.
It serves as the road map for identifying a
set of NQF-endorsed preferred practices
and measures that should fulfill the needs
of a comprehensive evaluation and report-
ing program to ensure that palliative and
hospice care are safe, beneficial, timely,
patient centered, efficient, and equitable
(see chapter 2). Chapter 3 provides recom-
mendations on high-priority research issues.

alliative care is both a philosophy of

care and an organized, highly structured
care delivery system. Palliative care can be
delivered concurrently with life-prolonging
care or as the main focus of care.”" It begins
at the time of diagnosis of a life-threatening
or debilitating illness or injury and
continues into the family’s bereavement
period.®”**'%% Palliative care continues
from the time of diagnosis as long as the
conditions and their treatments pose
significant burdens until a reversal is
achieved or death results.

* While actual application may vary, the framework should be considered equally appropriate to both children and adults.
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For purposes of this framework, palliative
care is defined as follows:

Palliative care refers to patient- and
family-centered care that optimizes
quality of life by anticipating, prevent-
ing, and treating suffering. Palliative
care throughout the continuum of
illness involves addressing physical,
intellectual, emotional, social, and
spiritual needs and facilitating patient
autonomy, access to information, and
choice.®

An important phase in the spectrum of
palliative care services is end-of-life care,
which applies when a patient’s course of
illness is determined to be progressing
toward death and disease-specific,
life-prolonging interventions are no longer
appropriate, effective, or desired. End-of-
life care seeks to achieve a “good death,”
both for patient and family, as manifested
by successful distress management across
all dimensions of care, including the
bereavement period. The Institute of
Medicine (IOM) defines a “good death” as

one that is “free from avoidable distress
and suffering for patients, families, and
caregivers; in general accord with the
patient’s and family’s wishes; and reason-
ably consistent with clinical, cultural, and
ethical standards.”" The structural and
process attributes of hospices are specifi-
cally geared to achieve a “good death.”
For purposes of this NQF-endorsed frame-
work, hospice care is defined as follows:

Hospice care is a service delivery system
that provides palliative care for patients
who have a limited life expectancy and
require comprehensive biomedical,
psychosocial, and spiritual support as
they enter the terminal stage of an illness
or condition. It also supports family
members coping with the complex
consequences of illness, disability, and
aging as death nears. Hospice care
further addresses the bereavement needs
of the family following the death of the
patient.

Figure 1 delineates the continuum for
palliative and hospice care.

Death
. s . Disease-Modifying Treatment | _.--=""
Diagnosis of Life-Threatening fying o
or Debilitating llness or Injury |~ _-=""
,,,,,,, Palliative Care Hospice Care Bereavement
,,,,, Support
Terminal Phase
of lllness
Disease Progression =

S Defined by the Centers for Medicare and Medicaid Services in its proposed Hospice Conditions of Participation and as

adapted from the World Health Organization.13
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he purpose of this NQF-endorsed
framework for palliative and hospice
care quality measurement and reporting
is to provide a supporting structure for
the future identification, organization,
and endorsement of national voluntary
consensus standards that will provide the
necessary data for consumers, purchasers,
and healthcare professionals to make
informed decisions and to improve quality
of care. In addition, the framework provides
a structured perspective for evaluating the
development, expansion, and modifications
of new and existing palliative care services.
In deriving this framework, a major
emphasis has been placed on identifying
those aspects of quality palliative care that
may be best achievable by specialized
palliative care and hospice programs.
Many aspects of palliative care are per-
formed across diverse healthcare settings,
under the direction of both specialized and
non-palliative care specialist professionals.
Therefore, many precepts of this framework
also will apply directly to the healthcare
services provided by these non-specialists.
As noted below under the section on
the scope of palliative and hospice care, the
populations requiring palliative services
are broad and diverse, with management
issues that are unique to their clinical
situations. Examples include the pediatric
population, the vulnerable elderly, and the
mentally disadvantaged. The elements of
this framework were crafted to apply
broadly to all groups, with the recognition
that in some instances unique features of

the population will require that modifica-
tions be made in order to ensure that their
particular needs are met. In addition, the
specialized needs of these patients may
require professionals with expertise not
only in palliative care services but also in
the management of the specific populations.

he goals of palliative and hospice care
are as follows:

Address pain and symptom control,
psychosocial distress, spiritual issues,
and practical needs with the patient and
family throughout the continuum of
care.

Promote advance care planning and the
application of the principles of palliative
care by healthcare professionals in all
settings (primary and specialty care,
acute care, and long-term care).**

Provide patients and families with the
information they need in an ongoing
and understandable manner, so that they
can grasp their condition and treatment
options. This includes eliciting their
values and goals over time; regularly
reassessing the benefits and burdens

of treatment; and ensuring that the
decisionmaking process about the care
plan is sensitive to changes in the
patient’s condition.

Ensure genuine coordination and
continuity of care across settings through
regular, high-quality communication
among healthcare professionals at times
of transition or changing needs and
through the provision of effective
continuity of care that utilizes the
techniques of case management.

** See also, National Quality Forum (NQF), Safe Practices for Better Healthcare: A Consensus Report, Washington, DC: NQF; 2003.



A NATIONAL FRAMEWORK AND PREFERRED PRACTICES FOR PALLIATIVE AND HOSPICE CARE QuALITY: A CONSENSUS REPORT

Prepare both the patient and the family for the dying
process and for death, when it is anticipated; explore
hospice options and ensure that opportunities for personal
growth are enhanced and that bereavement support is
available for the family; and continue bereavement support
for the family beyond the patient’s death.

Deliver palliative care through an organized structure
that promotes a patient/family-centered model of
interdisciplinary team care.

ifteen general principles represent the underlying basis for

the provision and delivery of palliative care and hospice
care. They constitute a philosophy of care across all settings,
healthcare professionals, recipients of care, and domains of
care. The goals and the philosophy of care for palliative care
and hospice care are linked.

The general principles that should guide the provision
of high-quality palliative and hospice care are as follows:

Palliative and hospice care are patient centered and
family centered.

Palliative and hospice care provide information to support
decisionmaking and to ensure that patient and family
values and preferences are treated with respect.

Palliative and hospice care providers are sensitive to the
cultural, spiritual, and social values and preferences of the
patients and families they serve.

Palliative and hospice care support decisionmaking that
enables patients and families to work toward their goals
for the remaining days of life.

Palliative and hospice care address the total needs of
patients, including symptom control, psychosocial distress,
spiritual issues, and the social, practical, financial, and
legal ramifications of their condition.

High-quality palliative and hospice care requires the
services of a coordinated interdisciplinary team.

Interdisciplinary palliative and hospice care teams are
educated to possess the communication skills needed to
effectively share information, elicit goals and preferences,
and provide support for medical decisionmaking.
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Interdisciplinary palliative and hospice teams are skilled in
providing care to the suffering, the dying, and the bereaved.

Interdisciplinary palliative and hospice teams are skilled at
assessing and treating physical and psychological symptoms
and managing the side effects associated with patients’
diseases and treatments.

Palliative and hospice care are administered across all
healthcare settings. Ensuring the coordination of care
between the primary medical team and specialized
palliative and hospice services is a critical element of
providing optimal care.

Equitable access to palliative and hospice care is available
across all ages; prognoses; and patient populations; diag-
nostic categories; healthcare settings; and geographical
areas, regardless of race, ethnicity, sexual orientation, or
ability to pay.

In order to provide care of the highest quality, the
processes of hospice and palliative care are regularly and
systematically evaluated and outcomes data are measured
using validated instruments. Systematically collected data
should be used for formal quality improvement programs.

Palliative and hospice professionals act as advocates when
addressing regulatory, legal, and legislative issues affecting
the delivery of high-quality palliative care.

Palliative and hospice care programs for unique popula-
tions (e.g., prison populations, those in Intermediate Care
Facilities for the Mentally Retarded [ICFMR], the physically
disabled, and those with dual diagnoses) assess any need
for specialized services and have the capability for deliver-
ing services or knowledge of how to access specialized
services in a timely manner.

Research and education are supported to promote preferred
practices in the delivery of palliative and end-of-life care.

he scope of palliative and hospice care defines the

boundaries of such care within the healthcare system
and indicates what is included under the rubric of palliative
and hospice care so that quality-oriented preferred practices
and measures can be derived.
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The populations of those with life-
threatening or debilitating illness or injury
are assumed to encompass patients of all
ages within a broad range of diagnostic
categories who are living with a persistent
or recurring condition that adversely
affects their daily functioning or that will
predictably reduce life expectancy. Hospice
care focuses on patients who are entering
the terminal stages of their illness. The
patient populations include the following;:

Children and adults with congenital
injuries or conditions leading to
dependence on life-sustaining treat-
ments and/or long-term care by others
for support of the activities of daily
living.

Persons of any age with acute,
debilitating, and /or life-threatening
illnesses or injuries, where cure or
reversibility is a realistic goal and the
conditions themselves and their treat-
ments may pose significant burdens.

Persons with life-threatening illness who
choose not to undergo disease-oriented,
life-prolonging treatment and request
palliative or hospice care.

Persons living with progressive chronic
conditions.

Persons living with chronic and life-
limiting injuries from accidents or other
forms of trauma.

Seriously and terminally ill patients
who are unlikely to recover or stabilize
and for whom intensive palliation is the
predominant focus and goal of care for
the remaining time.

Palliative and hospice care should be
administered across all care settings,
including acute care or rehabilitation
hospital inpatient; chronic care facility
inpatient; hospice inpatient/residence;
nursing home or other congregate living
facility; physician office/clinic outpatient;
and the home.

Palliative care is provided at two levels in
the healthcare system: the primary care
level and the specialty level. The delivery
of care at two levels carries with it a set of
requirements for professional education
and training. For primary care, palliative
care is provided by the healthcare team
responsible for the routine care of the
patient’s life-threatening or debilitating
illness or injury. In the area of specialty
care, palliative and hospice care are
provided by an interdisciplinary team of
appropriately trained and credentialed
physicians, nurses, social workers, spiritual
care counselors, and others whose expertise
is required to optimize the quality of life
for those with life-threatening or debilitat-
ing illness or injury.

The specialties of palliative and hospice
care require defined areas of expertise,
skill, and self-regulation. In addition, all
healthcare professionals, in the routine
course of providing healthcare services,
are expected to be adequately trained to
provide basic elements of palliative care —
for example, pain and symptom assessment
and management and advance care plan-
ning. (Primary practitioners may include
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medical specialists responsible for the
care of patients with life-threatening or
debilitating illness or injury.)

Palliative and hospice care are evolving
fields that are moving increasingly toward
professional accreditation.'” The goal is to
have palliative and hospice care provided
by a team composed of health professionals,
each certified in her or his discipline."”

broad range of structural and program-

matic elements form the basis for
assessing whether the system for delivering
care is capable of ensuring that the basic
processes of high-quality palliative and
hospice care can be implemented. A
high-quality program should address the
12 elements described below.

The provision of specialized palliative

and hospice care must be broad in order to
meet the complex needs of the palliative
care population. A palliative care team
includes a core group of professionals from
medicine, nursing, and social work. It may
include some combination of volunteer
coordinators; bereavement coordinators;
spiritual care counselors; psychologists;
pharmacists; nursing assistants; home
attendants; dietitians; physical, occupa-
tional, art, play, music, and child life
therapists; case managers; and trained
volunteers. Hospice programs strive to
include the services of all of these groups.

Palliative and hospice care can be delivered
in a variety of care settings, including the
home, with staffing by varied constellations
of professional caregivers. All of the fol-
lowing are current models for delivery of
care, and it is anticipated that other models
and innovations in care delivery will be
developed:

The inpatient setting includes acute

or rehabilitation hospitals, dedicated
hospice and /or palliative care units in

a hospital (including scatter beds), free-
standing hospice and/or palliative care
units, and hospice and /or palliative care
provided in other inpatient settings.

The consultation team setting includes
the hospital, the outpatient clinic or
office practice, nursing homes, care
provided at home through home health
or hospice, and other settings in which a
consultation team would be appropriate.

The outpatient care setting includes
outpatient clinics and physician office
practices.

The home care setting includes pallia-
tive home health, hospice at home, and
other services provided at home.

The residential living setting includes
nursing homes, assisted living, boarding
care, ICFMR, and correctional facilities.

A combination of the above services can
be used to meet the needs of patients and
families.

All palliative and hospice care models
should encompass structured programs to
support grieving family members and
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should recognize the burden that falls upon family caregivers
and subsequent problems that may develop after these
services are completed. It is recommended that palliative and
hospice care models include bereavement support extending
at least 13 months beyond the patient’s death.

Palliative and hospice care programs require ongoing
professional education for all palliative care professionals
in the knowledge, attitudes, and skills required to deliver
quality palliative care across all domains.

Professional programs. Palliative and hospice care
programs should have educational and professional
orientation and training programs to ensure that all health-
care professionals are proficient in their areas of expertise.

Volunteer programs. Palliative and hospice care programs
should have structured orientation, educational, and train-
ing programs to ensure that all volunteers are adequately
supervised and can interact with patients and families in a
knowledgeable and appropriate manner.

Palliative and hospice care programs should have a fully
developed program of patient and family education that
includes an array of written and visual materials related to
all domains of palliative care and culturally appropriate
mechanisms for education for those of limited literacy or
who are non-English speaking.

Palliative care programs may enlist and utilize the services of
appropriately trained and supervised volunteers to assist in
the support of patients and families. In some palliative care
settings, volunteers can serve as important components for
providing comprehensive care. Hospice care programs should
enlist and utilize the services of appropriately trained and
supervised volunteers to assist in the support of patients and
families.
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A palliative or hospice care program must have a formal
QA/PI program in place that actively uses data for continuous
performance improvement and that supports preferred prac-
tices. QA /PI programs for advance care planning, palliative
care, and pain management should be developed and inte-
grated into current QA /PI programs for primary care practices.

The goals and aims of palliative and hospice care should be
broadly understood by the entire community. Toward this

end, community outreach programs to educate and inform
the general population should be initiated and maintained.

All of the following administrative polices are essential to all
palliative and hospice care programs:

confidentiality;

intake and discharge;

coordination of care and referrals;'*

pharmacy and medication documentation; and
infection control and safety.

Palliative and hospice care programs should utilize both
validated forms and surveys for symptom assessment and
client (family and patient) satisfaction and databases to
facilitate the ongoing monitoring of activities and the tracking
of trends in quality improvement initiatives.

Palliative and hospice care programs should establish a
policy and structure for resolving ethical dilemmas, including
ethics committees, mediation and conflict resolution, policy
development, and staff education.

1 NQF’s recently endorsed National Voluntary Consensus Standards for Ambulatory

Care: Part 1 (in press) contains a standardized definition of care coordination and a
framework for measuring care coordination.
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Palliative and hospice care professionals
and healthcare providers should use
self-care measures to prevent and alleviate
professional burn-out and psychosocial,
mental, physical, and spiritual burdens
while caring for seriously ill patients and
their families.

he aim of this framework is to serve as

a foundation for identifying preferred
practices of palliative and hospice care
and for developing and implementing a
measurement and reporting system that
encompasses the entire spectrum of services,
activities, and structural requirements of
this broad area of healthcare. The NCP
identified eight domains that allow the
systematic appraisal of the multifaceted
aspects of palliative care. For each domain,
specific guidelines for professional behav-
ior and service delivery are delineated.

The eight domains of quality palliative
and hospice care are as follows:

1. structures and processes of care;
2. physical aspects of care;

3. psychological and psychiatric aspects
of care;

4. social aspects of care;

5. spiritual, religious, and existential
aspects of care;

6. cultural aspects of care;

7. care of the imminently dying patient;
and

8. ethical and legal aspects of care.

Most of the framework elements for
each domain apply to both palliative care
and hospice care. In certain areas where the
application is to only one of these elements,
the focus is specified.

Domain 1.1. Structures of Care

Palliative and hospice care are provided
by healthcare professionals who have
the knowledge, skills, and attitudes to
meet the needs of their patients and
families.""

The interdisciplinary team consists of
professionals with the education, skills,
expertise, and competence to assess and
treat the specific palliative care needs of
the patient.**

An appropriately trained interdiscipli-
nary team provides services to the
patient and family, consistent with a
comprehensive care plan.”*

The interdisciplinary team may include
appropriately trained and supervised
volunteers.***?%2

Support for education and training
is available to the interdisciplinary
team.29.30.31

The palliative care and hospice programs
are committed to data-driven quality
improvement in clinical and manage-
ment practices.”*>*

The palliative or hospice care program
recognizes the emotional impact on the
palliative care team of providing care
to patients with life-threatening or
debilitating illnesses or injuries and
their families and provides appropriate
support and resources for the team.”



12

NATIONAL QUALITY FORUM

Do

Palliative care programs should have a
collaborative relationship with one or
more hospices and other community
resources in order to ensure continuity
of access to the highest quality palliative
care and /or hospice care that fits the
needs of the patient across the illness
trajectory.***

The setting of care should meet the
preferences, needs, and circumstances
of the patient and family to the extent
possible.***

In rural areas where accessing specialized
care is difficult, organizations should
institute telehealth and telemedicine
communications.

main 1.2. Processes of Care

The plan of care is based on a compre-
hensive interdisciplinary assessment
(e.g., including adequacy of diagnosis
and treatment, consistent with review
of past history, diagnostic tests, and
responses to past treatments) of the
patient and family.*

The care plan is based on expert clinical
knowledge of the pathophysiological
and treatment aspects of illness,
informed by the identified values, goals,
and needs of the patient and family.*

The care plan is patient centered, is
developed with professional guidance,
and supports patient/family decision-
making.”

The care plan evolves as necessary in
accordance with the changing needs of
the patient and family.”

Effective communication occurs regularly
both among healthcare professionals
and with the patient and family to
ensure that patients and families can
make decisions based on the information
received and that healthcare professionals
can develop care plans that are patient
and family centered.”

The special needs of children (either
as patients or as family members of
patients) must be addressed and met by
the palliative or hospice care team.”

Symptoms and side effects are managed
in a timely, safe, and effective manner."®

Symptoms and side effects are managed
using the best available evidence.'****

Symptoms and side effects are managed
by healthcare professionals with

the appropriate technical skills and
training.”*

Symptom and side effect management
is done in a manner that is patient and
family centered.”*

Psychological and psychiatric issues are
assessed and managed in a timely, safe,
and effective manner.*"**

Psychological and psychiatric issues are
assessed and managed based upon the
best available evidence.®

Psychological and psychiatric issues are
managed in a manner that is acceptable
to the patient and family.”*’

A grief and bereavement program is

available to patients, families, and
staff.*4546
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A comprehensive interdisciplinary assessment identifies
the social needs of patients and families.***

A care plan is developed in order to effectively respond to
patient and family social needs.”*

Spiritual, religious, and existential dimensions of care
are assessed and receive a response based upon the best
available evidence.**

Spiritual, religious, and existential dimensions are
approached in a manner that is acceptable to the patient
and family as they pertain to the patient’s illness.”*

Palliative and hospice care programs assess and attempt to
meet the needs of the patient, family, and community in a
culturally sensitive manner."

Signs and symptoms of impending death are recognized and
communicated, and care appropriate for the phase of illness is
provided.®>**

The patient’s goals, preferences, and choices are respected
within the current principles of biomedical ethics, generally
accepted standards of medical care, and the applicable state
and federal law, and they form the basis for the plan of
Care.35,52,53

Processes will be in place to manage ethical aspects
involving discordant patient, family, and caregiver goals
and to handle disputes and uncertainties regarding a
patient’s previously stated preferences and current family
or proxy decisions.
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Healthcare professionals will weigh and attempt to
incorporate the values, goals, and preferences of patients
whose decisional capacity is limited by illness, younger
age, developmental disability, severe mental illness,
dementia, and other conditions. When necessary, ethics
consultations should be available.”**>

The palliative or hospice care program is knowledgeable
about the legal, regulatory, and ethical aspects of palliative
car 8.54'55'56

The palliative or hospice care program is aware of and
addresses the complex ethical issues arising in the care of
persons with life-threatening and /or debilitating illness
or injury.”>**

he delivery of palliative care and hospice care requires the

integration of services from several levels of the healthcare
system. The achievement of comprehensive high-quality
palliative care requires appropriate performance and outcomes
at three levels: the patient/family-centered care level, the
organizational /programmatic level, and the system level.
These are not mutually exclusive; measures used at one level
also may be used at another.”

Measures of quality at this level center on care that directly
affects patient outcomes (e.g., management of symptoms
such as pain). Some outcomes that are measured at this level
can be aggregated to describe characteristics of patient care
units or organizations. For example, pain levels and survival
rates can be computed from individual measures to describe
outcome measures for an intensive care unit or for a total
hospital. Thus, the adequacy of pain control can be assessed
at the patient/family level (i.e., did a specific patient receive
optimal care?) and at the organizational level (i.e., do average
pain levels indicate that the patient population at a given
hospital receives adequate care?).

# The mission of NQF is to improve American healthcare through the endorsement
of consensus-based national standards for the measurement and public reporting of
healthcare performance data.
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Organizations can be assessed using
structural, process, and /or patient outcome
measures applicable to patients and families
served by that organization—for example,
staff-patient ratios, the operation of a
bereavement program, and time in hospice
before death. Organizational- or system-
level measures are used for organizational
decisionmaking and for guiding organiza-
tional improvements.

Measures at the system level (i.e., the
greater community level, including local,
regional, state, and national levels) —for
example, the availability of hospice care;
socioeconomic or cultural differences in
care delivered; and the percentage of
patients who die at home —can be used in
healthcare planning and for determining
the allocation of healthcare resources.
Also, data from the patient and /or system
levels can be further aggregated to obtain
community, regional, or national measures
of care.

common framework used in health

services research, including quality of
care research, is that developed by Avedis
Donabedian, who discussed the structures,
process, and outcomes of care.” Structure
is defined as the relatively enduring char-
acteristics of the healthcare setting in which
the care is delivered, and includes the
type and ownership of the organization
and the professional credentials of the

healthcare providers. Process is defined

as what healthcare providers do to, for,

or on behalf of patients and includes the
interventions and programs of care. Patient
outcomes refer to the characteristics of
patients that are affected by what health-
care providers do for them or on their
behalf. Thus, factors such as age and
gender, which are patient characteristics,
are not patient outcomes, since they are
not affected by what the provider does.
Characteristics such as pain and other
symptoms, side effects of medications,
nosocomial infections, quality of life, patient
and family satisfaction, and mortality are
representative of patient outcomes.

In palliative and hospice care, relevant
patient outcomes include the control of
symptoms and side effects, sufficient
knowledge of the disease/condition to
enable the patient to participate in his/her
own care, optimum physical and psycho-
logical functioning, and optimum quality
of life for the patient and family. The
symptoms, side effects, and functional
ability may differ by condition along with
patient desires for their control. That is, for
patients with cancer, pain control may be a
relevant outcome, while for patients with
chronic obstructive pulmonary disease,
reduced dyspnea may be a more relevant
outcome.

When patients near the end of life,
several additional outcomes become rele-
vant. IOM identified six general desirable
outcomes of a “good death”: overall quality
of life; physical well-being and functioning;
psychosocial well-being and functioning;
spiritual well-being; patient perceptions of



16

NATIONAL QUALITY FORUM

care; and family well-being and percep-
tions."® The hospice care system defines
four general outcomes: comfortable dying,
self-determined life closure, safe dying,
and effective grieving.”"

In selecting outcomes for palliative and
hospice care, the following attributes
should be considered:

The selection of appropriate outcomes
for each domain of palliative care should
relate to processes that address one

of the NQF-endorsed quality aims —
safety, benefit, equity, timeliness, patient-
centeredness, and efficiency. The selected
outcome will vary according to the area
of evaluation.

Preferred practices in palliative and
hospice care should have demonstrated
that they will produce desirable patient
outcomes in one of the NQF-endorsed
quality aims.

End-of-life care outcomes address a
special set of circumstances involving
both patient and family and should
focus on the achievement of a healthy,
satisfying, functional environment in the
face of a clinically downward course.

preferred practice can be thought of

as a best practice that, when executed
effectively, leads to enhanced project
performance.”” The activity should be
practically defined —that is, it should
not be excessively detailed to the level of
technological minutiae or be so abstract that
it does not provide practical information
about the action to be taken. By definition,
it must be linked to a specific, desired
outcome. The designation of a preferred

practice is appropriate only when substan-
tial research or documented experience
demonstrates that the results are consis-
tently achievable. In many instances,
information exists that the preferred
practice is superior to other processes or
methods.

For the purposes of palliative and
hospice care, preferred practices may apply
both to the specific healthcare processes
that lead to optimal outcomes and to the
structural elements that have been demon-
strated to facilitate the performance of the
most effective processes of care or that
are associated with optimal outcomes,
including satisfaction with care (see
appendix C). 266465606768

Based on previously used NQF criteria,
all of the following criteria should be used
in selecting preferred practices for palliative
and hospice care:

Specificity. The practice must be a
clearly and precisely defined process
or manner of providing a palliative or
hospice care service.

Benefit. If the practices were widely
used, they would improve the quality of
life for patients and families who require
palliative and hospice care services.

Evidence of effectiveness. There is
clear-cut evidence that the practice would
be effective in improving palliative and
hospice care services.

Generalizability. The practice can be
used in multiple applicable palliative
and hospice care settings.

Readiness. The necessary technology
and appropriately skilled staff must be
available to most healthcare
organizations.
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Measurability. The availability of potential sources of
data and the feasibility of meeting the technical aspects of
measure development such as risk adjustment should be
achievable within a reasonable timeframe.

uality measures are the quantification of the aspects of

palliative and hospice care structures, processes, or
outcomes that have been determined to represent high-quality
care —that is, they represent or lead to optimal palliative care
outcomes. A set of quality measures may be at least partially
derived from a set of preferred practices.

A measure set for palliative and hospice care should be
comprehensive and should permit assessment for identifying
improvement areas in all aspects of care, including conditions,
settings, and the clinical scenarios under which care is
delivered. A comprehensive palliative and hospice care
measure set should:

address all of the NQF-endorsed quality aims for care that
is safe, beneficial, patient centered, efficient, timely, and
equitable;

contain some cross-cutting measures that address the
needs of all patients (i.e., pain is assessed and relieved);

contain measures that apply to both primary care health-
care professionals and specialists (i.e., assessment and
treatment of depression, use of advance directives);

contain some measures that can be applied across all
palliative and hospice care settings, models of palliative
and hospice care delivery, and types of specialist health-
care professionals (i.e., pain assessment, identification of
delirium, policies for resolution of family conflict);

contain measures that assess coordination of care of
hospices and palliative care programs with non-specialist
providers, including hospitals; nursing facilities; primary
care, medical, and surgical specialists; and disease manage-
ment programs, for example, with regard to advance care
planning and hospice referral;
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evaluate service quality for each phase of the palliative

and hospice care patient-healthcare-professional interaction,
including assessment, providing information, making
decisions, planning care, delivering care, confirming results
of care, and accounting for patient goals;

address all domains of palliative and hospice care, including
physical, psychological, social, spiritual, cultural, dying
and bereavement, and legal and ethical;

consist of standards for palliative and hospice care,
including structural elements, process measures for
palliative care practices, and outcome measures;

address the needs of all groups of patients who require
palliative and /or hospice care services; and

address the preferences and needs of patients and families.

o monitor the comprehensiveness of a palliative or

hospice care measure set and to identify areas for measure
development and research, the following matrices are pro-
vided that represent templates for assessing the inclusion of
the diverse dimensions listed above. For each area, measures
addressing each of the NQF-endorsed aims of quality care
should be endorsed or developed. (In assessing the status
of measures for evaluating practitioner performance, the
measures have been categorized according to the relevant
type of patient-professional interaction.)” The aim of equitable
care is a cross-cutting aim and applies to each cell in each
matrix.
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CARE SETTING
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Hospice inpatient

Nursing home
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Structural and Programmatic Elements of Care
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Self-care initiatives
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Interdisciplinary Services
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ver the past three decades, barriers and facilitators to the provision

of optimal palliative and hospice care have been studied, developed,
and identified. Although palliative and hospice care programs ulti-
mately serve the unique demands of their local communities, a set of
preferred practices can serve as the building blocks for high-quality
programs across many practice settings and as the basis for developing
performance measures. Such practices also reflect the commonality of
needs in the populations served by palliative and hospice care profes-
sionals and the emerging science about how to best meet those needs.

The NQF-endorsed™ preferred practices derive from the eight
domains of quality palliative and hospice care specified within the
framework outlined in chapter 1. These practices reflect the multifac-
eted dimensions comprising today’s comprehensive palliative care and
hospice care programs; they are based on published studies or widely
accepted experiential information and encompass both structural
elements and processes of care.

Thirty-eight preferred practices are endorsed as practices that are
suitable for implementation by palliative care and hospice programs.
Table 1 (at the end of this chapter) presents the preferred practices in the
context of the NQF-endorsed aims for healthcare quality; the aim of
equitable care is a cross-cutting aim that applies to each cell in table 1.
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To provide patients and their families care that addresses
their multifaceted needs, palliative and hospice programs
should establish the organizational components that will
ensure that the provision of this complex care can be
achieved. These structural elements provide the foundation
that enables the program to achieve its aims.

Despite the complex physical, psychological, spiritual, and
social needs of palliative care patients, services frequently
exclude individuals with expertise in these areas or do not
foster communication among experts. Patients who are not
treated by an interdisciplinary palliative or hospice care team
often receive inappropriate episodic care in acute care settings,
resulting in costly care that does not address the totality of
the physical, psychological, and spiritual needs of terminally
ill patients."*’ Studies indicate that the needs of seriously ill
patients and their families are not adequately met when
managed through routine outpatient office visits or nursing
home stays, where care can be fragmented or deficient in
critical areas.*”*”*

Provide palliative and hospice care by an interdisciplinary
team of skilled palliative care professionals, including, for
example, physicians, nurses, social workers, pharmacists,
spiritual care counselors, and others who collaborate with
primary healthcare professional(s).

Using an interdisciplinary team approach is essential to
managing the complex needs of patients with serious illness
and the needs of their families.” Consultation by an interdisci-
plinary palliative care team across a spectrum of physicians,
nurses, spiritual care counselors, counselors, and social workers
effectively reduces symptoms of dyspnea and anxiety and
improves sleep quality and spiritual well-being."’ Using an
interdisciplinary team also decreases the number of acute care
and physician office visits and improves patient-perceived
health status." Although more empirical research is needed to
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demonstrate how the interdisciplinary

team improves patient outcomes," research

and professional organizations such as the
National Hospice and Palliative Care
Organization (NHPCO)" recommend
them, as does the National Consensus
Project for Quality Palliative Care (NCP)."

Given the continual needs of patients with
life-threatening or debilitating illness or
injury, it is not possible to manage their
care effectively without the reliable, 24-
hour availability of palliative or hospice
healthcare professionals.”

Provide access to palliative and hospice
care that is responsive to the patient and
family 24 hours a day, 7 days a week.

Ensuring the availability of palliative and
hospice care 24 hours a day, 7 days a week
is a minimum standard supported by
NHPCO’s Standards of Practice for Hospice
Programs" and NCP’s Clinical Practice
Guidelines for Quality Palliative Care (NCP
Guidelines)."

The demand for healthcare services to
accommodate the special needs of the
elderly, including those with chronic
disease, failing health, and terminal illness,
is rising as the population in the United
States ages. To meet this demand, health-
care professionals are required who are
educated in palliative and hospice care
and who are appropriately trained to

provide care for the aging and terminally
ill population.”

Provide continuing education to all
healthcare professionals on the domains
of palliative care and hospice care.

Provide adequate training and clinical
support to assure that professional staff
are confident in their ability to provide
palliative care for patients.

Hospice care and specialized palliative
care professionals should be appropri-
ately trained, credentialed, and /or
certified in their area of expertise.

There is broad consensus that U.S. clinical
education and training fails to adequately
provide physicians, nurses, pharmacists,
social workers, and mental health workers
with essential knowledge and skills in
palliative care." Consequently, professional
knowledge of palliative care is weak, as
reflected in studies showing inadequate
treatment of pain and other symptoms

in terminally ill patients,”"*"** a high
incidence of physician referrals to hospice
occurring very near the time of a patient’s
death,” and evidence that physicians
seldom initiate discussions with their
patients about the goals of care, advance
care planning, and treatment preference for
end-of-life care.”” Education on the domains
of palliative care that is integrated into the
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curricula of all basic healthcare professional
education programs and provided in con-
tinuing education programs would bridge
the educational gap for practicing health-
care professionals.” This would ensure
better pain and symptom management
and more timely hospice and palliative
care referrals. Offering continuing educa-
tion that is relevant to staff responsibilities
is a standard for NHPCO programs.**

Providing high-quality palliative and
hospice family-centered care requires the
institution of formal processes that often
transcend the requirements of routine
medical practice. Implementing such
processes permits the proactive manage-
ment of the symptom and end-of-life needs
of patients cared for by these programs.

Patients cite various sources of discomfort
during life-threatening or debilitating illness
or injury at the end of life, including pain,
physical disintegration, and extreme
fatigue, as well as feelings related to
dependence (fear of being a burden) and

a sense of a lack of meaning in life.”*
Appropriate treatment of pain and other
symptoms is multifactorial,” involving
symptom assessment, biological markers,
imaging technology, observed behaviors
and functioning, and patient perceptions.”
Reported patient survey data across
primary care systems reveal widespread
deficiencies in communication received by
patients concerning their care, including
providers’ failure to answer questions, to
make goals clear, or to involve patients in
treatment decisions.”

Formulate, utilize, and regularly
review a timely care plan based on

a comprehensive interdisciplinary
assessment of the values, preferences,
goals, and needs of the patient and
family and, to the extent that existing
privacy laws permit, ensure that the
plan is broadly disseminated, both
internally and externally, to all profes-
sionals involved in the patient’s care.

Studies demonstrate that conducting com-
prehensive interdisciplinary assessments
facilitates treatment, identifies overlooked
and unreported symptoms, enhances
patient and family satisfaction, and leads
to improved outcomes in symptom distress
and spiritual well-being.'****"

Coordination of care has been identified by
NQF as an area of the highest priority for
healthcare quality reporting and measure-
ment* and has emerged as a significant
element in the provision of optimal care for
complex, chronic diseases such as cancer.®
Follow-up of families of patients who have
died demonstrate that 15 to 21 percent of
these families believe there were significant
problems with the coordination of care.”**
Physicians recognize that lack of coordina-
tion of care is an organizational barrier to
providing effective palliative care.”
Coordination of care is especially apt to

be deficient for vulnerable and minority
populations.®
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Ensure that upon transfer between healthcare settings,
there is timely and thorough communication of the
patient’s goals, preferences, values, and clinical information
so that continuity of care and seamless follow-up are
assured.

Programs in palliative care that are designed to foster
coordination of care have been shown to improve outcomes
such as patient and family satisfaction, reduced mortality,
and decreased use of hospital services, physician office visits,
and nursing home admissions.” A systematic review of the
impact of coordinated interdisciplinary teams confirms an
increase in inpatient and family satisfaction” compared to
care delivered in a conventional manner. A Department of
Veterans Affairs demonstration project that includes intensive
nurse care coordination has demonstrated high rates of
advance planning, hospice enrollment, and death at home
and low end-of-life hospital and intensive care use.”® Intensive
case management fostering coordination of care has been
shown to lead to better outcomes in patients with debilitating
chronic illnesses, such as chronic obstructive pulmonary
disease and congestive heart failure.”

In order for patients to qualify for Medicare coverage of
hospice benefits, the attending physician must certify* that
the patient’s life expectancy is determined to be no more than
six months." However, prognostic uncertainty, particularly

in diseases other than cancer,” often influences physicians’
decisions to delay referral of patients to hospice.”*' The
median time that individuals are admitted to hospice is 22
days before death,”* and survey data show that most family
and staff expected the death of the patient to occur prior to
its occurrence, an indication that patients could be referred
to hospice sooner.”

* The first certification is for 90 days. The first recertification also is for 90 days, and
all subsequent recertifications are for 60 days (Title 42 CFR section 418.21, as
amended).

T See www.hospicenet.org/html/medicare.html.
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Healthcare professionals should present hospice as an
option to all patients and families when death within a
year would not be surprising and should reintroduce the
hospice option as the patient declines.

Rates of hospice referral, as well as family satisfaction with
care, can increase through the use of simple communication
interventions.* Studies have shown that early discussion
with patients and families about hospice and early referral to
hospice results in improved symptom control, reduction in
hospital costs, increased likelihood that a patient will die at
home, and a higher level of patient and family satisfaction.**
The National Comprehensive Care Network Clinical Practice
Guidelines in Oncology suggest that the initiation of discussion
with patients about hospice should occur when a patient’s
estimated life expectancy is one year or less.”

Despite generally favorable attitudes toward hospice,***

many physicians and health professionals do not discuss
hospice options until late in the course of a disease, if at all.”
Thus, studies have shown that 32.2 percent of family care-
givers say hospice was not discussed as an option by their
physician,” and social workers refer only 49 percent of
patients to hospice.”” Various impediments to frank and open
discussion exist, including communication barriers, such as
patient and family unwillingness to consider terminating
active treatment and physician difficulty with discussing
terminality; structural barriers, such as fear that referral to
hospice will be perceived as a way to cut costs;” and clinical
difficulties in recognizing patient survival.”* Male physicians
and younger physicians have more difficulty than other
physicians discussing hospice as an option.”

Preferred Practices 9, 10, and 11 relate to the provision of
patient-centered services to the patient and family. A critical
element in implementing these services is the quality assess-
ment of the manner in which they were presented and the
extent to which these educational and shared decisionmaking
activities met the recipients’ needs. As part of the “Quality of
Cancer Care Performance Measures” project, NQF endorsed
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the National Hospice and Palliative Care
Organization survey instrument, Family
Evaluation of Hospice Care (FEHC),
which provides an instrument for directly
evaluating these services (See box A, below,
and appendix E).

Patients and caregivers should be asked
by palliative and hospice care programs
to assess physicians’/healthcare profes-
sionals’ ability to discuss hospice as an
option.

The enhancement of communication skills
has become a major emphasis in improving
patient-physician/health professional
relationships, especially when dealing
with bad news and end-of-life care.” By
assessing patient and family satisfaction
with hospice discussions, programs will be
able to give feedback to their providers and,
when indicated, initiate quality improve-
ment interventions. Education in Palliative
and End-of-Life Care (The EPEC™ Project)
has developed modules specifically
addressing issues such as communicating
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“bad news,” negotiating goals of care,
dealing with medical futility, and resolving
conflict.” Structured programs aimed at
medical students and residents also are
being developed that could be adapted for
more general use.””® The periodic survey
of patients and families at the end of life
will further enhance the role the receiver
of care plays in determining healthcare
quality.”

Most Americans want clear and accurate
information about their disease,” yet
studies suggest that clinicians fail to elicit
patients” concerns, including their values,
care goals, and treatment preferences.”

In addition, physicians can over- or under-
estimate the prognosis*® or choose not to
disclose prognostic information, leaving
patients ill-equipped to make important
care decisions.

Enable patients to make informed
decisions about their care by educating
them about the process of their disease,
prognosis, and the benefits and burdens
of potential interventions.

Informed decisionmaking occurs only if
patients are informed about treatment
choices, including the advantages and dis-
advantages associated with each choice as
it relates to probable outcomes.” Informed
decisionmaking is facilitated by clinicians
who use relational and communications
skills®*” to provide adequate information
to patients and families from the time of
the diagnosis of a life-limiting illness
through the end of life.”

Surveys of family members and caregivers
show that caregivers experience tremendous
physical, emotional, and financial stress
when caring for a loved one.”””*”* Survey
data also reveal that healthcare professionals
do not share enough information with
caregivers regarding how best to manage
their family member’s care or educate care-
givers so that they feel confident that they
are providing the best possible care.”*”>”

Provide education and support to
families and unlicensed caregivers based
on the patient’s individualized care plan
to assure safe and appropriate care for
the patient.

Several studies demonstrate that providing
educational interventions and support to
caregivers improves caregiver knowledge
and proficiency in the physical aspects

of patient care.” Providing support for
caregivers alleviates the burden of illness
for patients, families, and clinicians.”

The amelioration of physical symptoms
such as pain, fatigue, and nausea and
vomiting is an essential component of the
improvement of quality of life for palliative
care and hospice patients.

Multiple studies document poor symptom
management across care settings and
diseases.'*”*”%*! Although guidelines rec-
ommend the assessment and measurement



A NATIONAL FRAMEWORK AND PREFERRED PRACTICES FOR PALLIATIVE AND HOSPICE CARE QuALITY: A CONSENSUS REPORT

33

of the presence and degree of symptoms in order to ensure
safe and effective symptom management, valid measurement
instruments are not widely used.®#>%>%$851

Measure and document pain, dyspnea, constipation, and
other symptoms using available standardized scales.

Assess and manage symptoms and side effects in a timely,
safe, and effective manner to a level that is acceptable to
the patient and family.

Numerous studies recommend frequent assessment of
symptoms using standardized and validated instruments as
an essential approach to ensuring safe, timely, and effective
pain and symptom management.*****%% Instruments
using standardized scales provide a means for assessing

a patient’s health status in terms of comfort, symptoms,
and function.®%*#%%% Ghared decisionmaking among
patients, their families, and providers when managing
chronic symptoms has been shown to improve health
outcomes.**”* Management of symptoms and side effects
should be in keeping with the patient’s overall condition, the
level and stability of pain, and specific patient and family
wishes.”

The presence of physical symptoms or entry into the
end-of-life phase of an illness evokes a variety of emotional
responses that must be dealt with if quality of life is to be
preserved. This care ranges from providing emotional
support appropriate for all patients to providing specific
management of psychological disorders.
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Despite the prevalence of depression among the elderly and
patients with chronic illness or disease,”** psychological

symptoms often are undetected by healthcare profession-
als 93,95,96,97

Measure* and document anxiety, depression, delirium,
behavioral disturbances, and other common psychological
symptoms using available standardized scales.

Manage anxiety, depression, delirium, behavioral
disturbances, and other common psychological symptoms
in a timely, safe, and effective manner to a level that is
acceptable to the patient and family.

Using standardized instruments to assess psychological
symptoms facilitates effective symptom management™ and
treatment of psychological symptoms in the elderly.” """
Evidence suggests that psychological symptoms of anxiety,
depression, and delirium in individuals with concomitant
illness or who are at the end of life can be effectively and
safely managed.'”'* Patient involvement in care and treatment
decisions enhances a sense of autonomy that is essential to
managing emotions at the end of life.'”

All individuals, including patients and their families,
experience grief differently and require different approaches
to grief management.”"'” Some individuals begin to experi-
ence grief more intensely prior to the death of a loved one'”
or experience grief for longer periods."'® An individual’s
bereavement period can be prolonged if not correctly

assessed and appropriately managed.'®'”

¥ Measurement in this context includes both screening and assessment with
standardized scales.
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Assess and manage the psychological
reactions of patients and families
(including stress, anticipatory grief,
and coping) in a regular, ongoing
fashion in order to address emotional
and functional impairment and loss.

Develop and offer a grief and bereave-
ment care plan to provide services to
patients and families prior to and for at
least 13 months after the death of the
patient.

Ongoing bereavement assessment is
considered essential to the appropriate
management of grief-induced emotional
distress.'™"? A bereavement care plan that
begins with a grief assessment prior to
the point of death is considered the most
effective way to plan interventions and
prevent individuals from experiencing a
more stressful and lengthy grief.'™™"
Evidence to establish a specific timeframe
for which individuals require bereavement
support is lacking. The period of time for
which an individual requires bereavement
support depends on the individual and

his or her relationship with the deceased."”

A minimum period of 13 months of
bereavement support is the NHPCO
standard."”

The impact of disabling symptoms and
entry into the terminal phase of an

illness has important ramifications on all
aspects of family life, ranging from child
care to work conditions to financial coping.
The palliative care team and hospice must
be able to assess these problems and
provide resources or make the appropriate
referrals to alleviate these burdens.

Poor communication among healthcare
professionals and patients and families
undermines patient and family decision-
making and the capacity to effectively
manage a patient’s life-threatening or
debilitating illness or injury.”"”

Conduct regular patient and family care
conferences with physicians and other
appropriate members of the interdisci-
plinary team to provide information, to
discuss goals of care, disease prognosis,
and advance care planning, and to offer
support.

Develop and implement a comprehensive
social care plan that addresses the

social, practical, and legal needs of the
patient and caregivers, including but not
limited to relationships, communication,
existing social and cultural networks,
decisionmaking, work and school
settings, finances, sexuality/intimacy;,
caregiver availability/stress, and access
to medicines and equipment.



36

NATIONAL QUALITY FORUM

Regular consultation with patients and
their caregivers by an interdisciplinary
palliative care team has proved effective
in improving health services utilization
and outcomes, such as quality of life,
dyspnea, anxiety, and spiritual well-
being." Accepted standards of hospice
and palliative care are based upon the use
of a comprehensive care plan that includes
physical, psychological, social, and spiritual
well-being and advance care planning.”*

Under the stressful conditions of the
palliative care setting, the patient’s and
family’s concerns about religious and
spiritual matters become of paramount
importance. Programs must be able to
assess these needs and provide appropriate
resources to meet them.

Spirituality is an important, yet often neg-
lected, factor in the health of hospitalized
patients."*" Up to 77 percent of patients
would like spiritual issues considered as
part of their medical care,"® yet only 10 to
20 percent of physicians discuss these
issues with their patients."*"” Other studies
indicate that although nurses also have
frequent interactions with patients receiving
palliative or hospice care, they often do not
discuss spirituality with them."*"

Develop and document a plan based on
an assessment of religious, spiritual, and
existential concerns using a structured
instrument, and integrate the information
obtained from the assessment into the
palliative care plan.

The NHPCO Standards Committee has
developed guidelines for hospice programs,
and according to these standards, spiritual
concerns are to be addressed during the
patient assessment.'

Provide information about the availability
of spiritual care services, and make
spiritual care available either through
organizational spiritual care counseling
or through the patient’s own clergy
relationships.

Medicare regulations for hospice programs
require a spiritual care counselor or other
counselor on the interdisciplinary team.'”
Additionally, the NHPCO Standards
Committee has developed guidelines for
hospice programs that state that clergy are
to be part of, or at least available to, the
interdisciplinary teams."?

Specialized palliative and hospice care
teams should include spiritual care
professionals appropriately trained and
certified in palliative care.
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Specialized spiritual care often involves understanding and
helping with specific theological beliefs and conflicts. It is
ideally performed by persons with special training in this
area, such as those trained as Clinical Pastoral Education
ChaplainS.121,122,123

Specialized palliative and hospice spiritual care
professionals should build partnerships with community
clergy and provide education and counseling related to
end-of-life care.

Some patients prefer to use the local spiritual care counseling
services of the religious entity to which they belong, however,
local religious figures often do not have the appropriate
training necessary for counseling palliative care patients

and their families. The idea that spiritual care professionals
with specialized skills in palliative care should serve as a
community resource to local religious institutions is considered
to be a “whole community” approach to end-of-life care that
encourages communities to provide end-of-life information
and support for patients and their families through religious
congregations and educational programs.'*'* This approach
is recommended by the Institute of Medicine.”

Patient and family reactions to symptoms and entry into the
last stages of life are conditioned in part by their cultural
beliefs and values. Palliative care and hospice programs
must be able to recognize these diverse approaches and tailor
interventions to accommodate them.

Cultural factors strongly influence patients” views about
serious illness and decisions about end-of-life care. Research
has identified three basic dimensions within end-of-life
treatment that vary culturally: communication of “bad news”;
locus of decisionmaking; and attitudes toward advance
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directives and end-of-life care. In contrast to the emphasis on
“truth telling” in the United States, it is not uncommon for
healthcare professionals outside of the United States to con-
ceal serious diagnoses from patients, because disclosure of
serious illness could be viewed as disrespectful, impolite,

or even harmful to the patient."” Similarly, with regard to
decisionmaking, the U.S. emphasis on patient autonomy
contrasts with preferences for more family-based, physician-
based, or shared physician- and family-based decisionmaking
in some cultures. Finally, survey data suggest that lower rates
of advance directive completion among patients of specific
ethnic backgrounds might reflect distrust of the U.S. health-
care system, current healthcare disparities, or differing
cultural perspectives on death and suffering."**'”

Incorporate cultural assessment as a component of
comprehensive palliative and hospice care assessment,
including but not limited to locus of decisionmaking,
preferences regarding disclosure of information, truth
telling and decisionmaking, dietary preferences, language,
family communication, desire for support measures such
as palliative therapies and complementary and alternative
medicine, perspectives on death, suffering, and grieving,
and funeral /burial rituals.

Culturally appropriate care is fundamental to patient-
centered care. Conducting a cultural assessment engenders
patient-centered decisionmaking by offering patients the
opportunity to explicitly state their care preferences and by
providing healthcare professionals with an approach for
eliciting patient and family perspectives about care.””

When professional interpreters are unavailable, healthcare
professionals might need to use family members or bilingual
healthcare workers for translation. Family or untrained
interpreters can, however, misinterpret medical phrases,
censor sensitive or taboo topics, or filter and summarize
discussions rather than translate them completely."*'*’
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Provide professional interpreter services
and culturally sensitive materials in the
patient’s and family’s preferred language.

Translations into appropriate languages
can help overcome communication barriers
and minimize the need for family members
to act as interpreters for patients with
palliative care needs.* Trained medical
interpreters can ensure effective, efficient,
and reliable communication between
providers and patients. Healthcare
professionals need to bear in mind that
interpreters themselves can influence the
content of messages conveyed during
translations.'”

When a patient’s death becomes imminent,
a host of unique needs —both patient
centered and family centered —must be
addressed. These unique needs require
unique programmatic components to help
the patient achieve a “good death.”

The diagnosis of a patient’s transition to
the active dying phase is most appropriate
when there is agreement among the mem-
bers of the interdisciplinary team that the
patient is likely to die. If the team members
are in disagreement, mixed messages and
opposing goals of care could be conveyed,
leading to poor communication and poor
care management.”’ Many end-of-life
patients lose trust in their professional
healthcare team when their condition
worsens and there is no acknowledgment

that death is imminent.’* Patients and

their families need to be made aware
when death is imminent so that they can
be better prepared for when the patient
enters the active dying phase.

Recognize and document the transition
to the active dying phase, and communi-
cate to the patient, family, and staff the
expectation of imminent death.

Patient and family satisfaction is improved
and patients are less likely to lose trust in
their doctor when the patient’s doctor
informs the patient and family when
death is imminent." The NCP Guidelines
recommend recognizing, documenting,
and communicating the transition to the
active dying phase to the patient, family,
and staff. This is also supported by the
National Comprehensive Care Network
Practice Guidelines in Oncology, which
state that if the patient is thought by the
team to be in the dying phase (i.e., having
only hours or days to live), then this
should be communicated to the patient, if
appropriate, and to his or her relatives.”’

A large majority of patients and close
family members are interested in discussing
end-of-life issues with their interdisciplinary
team. Many end-of-life discussions do not
go beyond the narrow focus of resuscitation.
The Family Evaluation of Hospice Care
survey found that 28.6 percent of hospices
received an unfavorable response regarding
their ability to attend to family needs for
information about the condition of patients
and what to expect."”
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Educate the family on a timely basis
regarding the signs and symptoms of
imminent death in an age-appropriate,
developmentally appropriate, and
culturally appropriate manner.

Providing education on the signs and
symptoms of imminent death can help
bring relief to families when a patient has
reached the active dying phase. Research
suggests that such discussions should
address the broad array of concerns shared
by most dying patients and families: fears
about dying, understanding the prognosis,
achieving important end-of-life goals,

and attending to physical needs."”> Good
communication can facilitate the develop-
ment of a comprehensive treatment plan
that is medically sound and concordant
with the patient’s wishes and values.
NHPCO standards recommend that family
members be educated about the physical
and psychological aspects of the dying
process. Studies also indicate that families’
questions about uncomfortable symptoms
should be answered candidly."”

In 2003, an estimated 950,000 patients were
served by hospice programs.* Even though
an NHPCO study found that only 5.5 per-
cent of hospice patients who did not want
to be hospitalized were hospitalized at the
end of life— despite documentation in their
file that they preferred to die at home —
more needs to be done to ensure that those
who want to die at home can."* Although
in the general population, most people die

in the hospital or in a nursing home,
surveys indicate that more than 70 percent
of people would prefer to die at home."”

As part of the ongoing care planning
process, routinely ascertain and docu-
ment patient and family wishes about
the care setting for the site of death, and
fulfill patient and family preferences
when possible.

The NCP Guidelines recommend that
patient and family wishes regarding the
care setting for death are documented.
Also, the NCP Guidelines recommend
that any inability to meet these needs
and preferences should be reviewed and
addressed by the palliative care team.

Pain at the end-of-life is usually treatable,
but most dying patients are undertreated
and die in unnecessary pain.”** Members of
the interdisciplinary team must overcome
their own fears about using narcotics and
addiction and alleviate similar fears in
patients, families, and communities.”*

Provide adequate dosage of analgesics
and sedatives as appropriate to achieve
patient comfort during the active dying
phase, and address concerns and fears
about using narcotics and of analgesics
hastening death.
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The assessment and management of pain is crucial to the
success of any program of care for dying patients and their
families. Effective analgesics should be chosen carefully, in
keeping with the patient’s overall condition, level and stability
of pain, and specific patient and family wishes.” Ideally,
analgesics should be initiated as soon as appropriate. With
appropriate assessment and management, often using home
health or hospice teams, pain can be controlled in more than
90 percent of patients."

Many patients and families are not consulted on their
preference of care for the body immediately after death.

Treat the body after death with respect according to
the cultural and religious practices of the family and in
accordance with local law.

Sensitivity to the patient’s cultural and religious background
is essential. Formal religious traditions should be observed in
the dying phase and should govern care of the body after
death.™

Following death, some families do not receive adequate
bereavement support. A major deficiency reported by
Department of Health and Human Services surveyors of the
hospice industry is that many hospices do not include a plan
of care for bereavement services.'”

Facilitate effective grieving by implementing in a timely
manner a bereavement care plan after the patient’s death,
when the family remains the focus of care.

After the death of the patient the family becomes the focus of
care for the hospice or palliative care team. Effective grieving
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is facilitated when families experience good symptom
management of the patient during the dying process and
when there is opportunity for family, religious, and cultural
traditions or rituals to be venerated. Healthcare professionals
should conduct appropriate assessments to determine the
risk of family members experiencing negative outcomes in
bereavement (particularly after the death of a spouse, a child,
or a parent of a child)."**"*""** Those assessed to be at high risk
for negative outcomes benefit most from professional inter-
vention."” Those assessed to be at low risk are more likely to
benefit if intervention is directed to their “natural” support
systems.'*'* The bereavement plan should offer interventions
to affected family members based on level of risk.

To ensure that all patient and family rights are protected and
preserved, systematic processes and procedures must be
implemented and disseminated.

End-of-life care is often not consistent with patients” prefer-
ences. When a patient has lost the capacity or competence to
participate in medical decisionmaking and there is no legal
documentation that the patient has designated a surrogate
to make decisions on his or her behalf, decisionmaking by
healthcare practitioners or a state-appointed surrogate can
be problematic and result in care decisions that are not
consistent with the patient’s preferences.'*

Document the designated surrogate/decisionmaker in

accordance with state law for every patient in primary,
acute, and long-term care and in palliative and hospice
care.

Patients value having a trusted surrogate to represent
them when they can no longer represent themselves.'*
Documentation of a legal surrogate designated by a patient
in conformance with state law prevents delayed decision-
making and can prevent undesirable care decisions."*
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While advance directives provide a mecha-
nism for conveying patient preferences for
treatment when a patient is incapacitated,
it is impossible to include all possible
future treatment options in an advance
directive.'* When a patient’s condition
progresses, the healthcare options available
for the patient might change, requiring
new decisions from the patient or surrogate.
Unexpected changes in a patient’s condition
and the plan of care can lead to delayed
decisionmaking or to practitioners having
to make care decisions that are inconsistent
with the patient’s/surrogate’s wishes.
Surrogates and physicians are frequently
unaware of patients” preferences with
respect to all situations, and advance
directives might not include the specificity
needed to ensure consistency between
preferences and interventions."’

Document the patient/surrogate
preferences for goals of care, treatment
options, and setting of care at first
assessment and at frequent intervals
as conditions change.

Advance directives should not be viewed
as a substitute for care planning, which
should involve the documentation of an
initial assessment and should include
frequent discussions between the patient/
surrogate and healthcare practitioners
regarding the patient’s goals for care.'*®
Regular interaction and documentation of
the patient’s care goals serve to better
guide decisionmaking that is consistent

with the patient’s preferences'’ and
increase the likelihood that the patient
will die in his or her place of choice."

Concordance with advance care planning
is often problematic. In some instances, the
wishes expressed by an advance directive
might not be honored due to the unavail-
ability of completed forms or a healthcare
professional’s inability to quickly translate
the language of the document into orders
for the treatment of specific medical condi-
tions. As a result, healthcare professionals
might initiate or withhold treatments that
are medically not indicated or contrary to
the desires of the patient.™

Convert the patient treatment goals

into medical orders, and ensure that

the information is transferable and
applicable across care settings, including
long-term care, emergency medical
services, and hospital care, through a
program such as the Physician Orders
for Life-Sustaining Treatment (POLST)
program.

The POLST program is a goal-based
approach to advance care planning used
by Oregon that has improved the effec-
tiveness of advance care planning and
decreased unwanted hospitalizations
across the state."”” Compared with other
advance directive programs, POLST more
accurately conveys end-of-life preferences
and yields higher adherence by medical
professionals.”"**'> Other states are
replicating this goal-based paradigm,
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including its approach to ensuring com-
munication across the healthcare system
and system responsiveness.'” POLST and
similar forms are designed to help health-
care professionals honor the treatment
goals of their patients and ensure that
physician orders are universal and
transferable across care settings."

Patients often transfer to different settings
during the course of their illness, but
administrative systems are not always
sufficient to transfer advance care plans
to those different settings.

Make advance directives and surrogacy
designations available across care set-
tings, while protecting patient privacy
and adherence to Health Insurance
Portability and Accountability Act
(HIPAA) of 1996 regulations, for exam-
ple, by using Internet-based registries
or electronic personal health records.

With the adoption of electronic health
record systems, larger health delivery
systems have been implementing processes
to make advance directives electronically
available.’”**® Personal health records,
controlled by patients rather than providers,
are emerging as another way to make
advance directives readily available in a
mobile society."

Long after the 1991 passage of the Patient
Self-Determination Act, the nation’s
advance directive completion rate has not

significantly increased, hospice remains
underutilized, and patients continue to
suffer needlessly at the end of life."”” Many
organizations have limited their focus to
developing advance directive materials

or documents. Research suggests that the
need for a more comprehensive, systematic
approach that would encompass a system
of training, practices, and policies is
needed so that effective advance care
planning and end-of-life decisionmaking
becomes the routine throughout a health
organization or a community.'®

Develop healthcare and community
collaborations to promote advance
care planning and the completion of
advance directives for all individuals,
for example, the Respecting Choices
and Community Conversations on
Compassionate Care programs.

Collaborative community education efforts
have proven successful at improving
advance directive completion rates, hospice
utilization, and hospice length of stay."*"
Additionally, community-wide advance
care planning programs can facilitate
cultural preferences for family-centered
decisionmaking over autonomous
approaches.'” Wisconsin’s Respecting
Choices program, for example, serves as

a successful model for community-based
advance care planning that emphasizes

collaboration, communication, and
trust 163,164,165,166
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A formal process and expert guidance are needed to resolve
complex ethical dilemmas and conflicting views regarding
end-of-life decisions.

Establish or have access to ethics committees or ethics
consultation across care settings to address ethical conflicts
at the end of life.

An ethics committee is a valuable resource for resolving
problems of miscommunication and conflicting values among
staff and between staff and patients and families."” Ethics
consultation is encouraged by the courts'® and is supported
by the President’s Commission for the Study of Ethical
Problems in Medicine and Biomedical and Behavioral
Research'” and by the requirements of the Joint Commission
on Accreditation of Healthcare Organizations."”’

Ethical and legal issues can arise from the fact that many
terminally ill minors (under 18 years of age) lack ordinary
legal authority to make binding medical decisions (including
discontinuation of their treatment), yet they meet functional
criteria for having the competence to do so."”!

For minors with decisionmaking capacity, document the
child’s views and preferences for medical care, including
assent for treatment, and give them appropriate weight in
decisionmaking. Make appropriate professional staff
members available to both the child and the adult decision-
maker for consultation and intervention when the child’s
wishes differ from those of the adult decisionmaker.
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Rationale

Research suggests that all decisionmaking for children should
be collaborative among patients, parents, and profession-
als.”""”> The NCP Guidelines recommend that for minors with
decisionmaking capacity, the child’s views and preferences for
medical care, including assent for treatment, should be docu-
mented and given appropriate weight in decisionmaking.
Having appropriate staff available to assist families when
intrafamily differences exist regarding decisionmaking is
based on the key principle that others should be available to
facilitate family communication, as advocated by the
American Academy of Pediatrics.'”
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Table 1 - Preferred Practices for Palliative and Hospice Care and NQF Aims

PREFERRED PRACTICES

NQF AIMS

SAFE | PATIENT CENTERED | BENEFICIAL | EFFICIENT | TIMELY

Domain 1.1: Structures of Care

1

Provide palliative and hospice care by an
interdisciplinary team of skilled palliative
care professionals, including, for example,
physicians, nurses, social workers,
pharmacists, spiritual care counselors,
and others who collaborate with primary
healthcare professional(s).

Provide access to palliative and hospice
care that is responsive to the patient and
family 24 hours a day, 7 days a week.

Provide continuing education to all
healthcare professionals on the domains
of palliative care and hospice care.

Provide adequate training and clinical
support to assure that professional staff
are confident in their ability to provide
palliative care for patients.

Hospice care and specialized palliative
care professionals should be appropriately
trained, credentialed, and/or certified in
their area of expertise.

Domain 1.2: Processes of Care

6

Formulate, utilize, and regularly review a
timely care plan based on a comprehensive
interdisciplinary assessment of the values,
preferences, goals, and needs of the patient
and family and, to the extent that existing
privacy laws permit, ensure that the plan is
broadly disseminated, both internally and
externally, to all professionals involved in
the patient’s care.

Ensure that upon transfer between
healthcare settings, there is timely and
thorough communication of the patient’s
goals, preferences, values, and clinical
information so that continuity of care and
seamless follow-up are assured.

Healthcare professionals should present
hospice as an option to all patients and
families when death within a year would
not be surprising and should reintroduce
the hospice option as the patient declines.
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Table 1 - Preferred Practices for Palliative and Hospice Care and NQF Aims (continued)

NQF AIMS
PREFERRED PRACTICES SAFE | PATIENT CENTERED | BENEFICIAL | EFFICIENT | TIMELY

Domain 1.2: Processes of Care (continued)

9 | Patients and caregivers should be asked by °
palliative and hospice care programs to
assess physicians'/healthcare professionals’
ability to discuss hospice as an option.

10 | Enable patients to make informed decisions ° °
about their care by educating them on the
process of their disease, prognosis, and

the benefits and burdens of potential
interventions.

11| Provide education and support to families ° °
and unlicensed caregivers based on the
patient’s individualized care plan to assure
safe and appropriate care for the patient.

Domain 2: Physical Aspects of Care

12 | Measure and document pain, dyspnea, ° ° ° °
constipation, and other symptoms using
available standardized scales.

13 | Assess and manage symptoms and side ° ° ° °
effects in a timely, safe, and effective
manner to a level that is acceptable to
the patient and family.

Domain 3: Psychological and Psychiatric Aspects of Care

14 | Measure and document anxiety, depression, ° ° ° °
delirium, behavioral disturbances, and
other common psychological symptoms
using available standardized scales.

15 | Manage anxiety, depression, delirium, ° ° ° °
behavioral disturbances, and other
common psychological symptoms in a
timely, safe, and effective manner to a
level that is acceptable to the patient
and family.

16| Assess and manage the psychological ° ° ° °
reactions of patients and families
(including stress, anticipatory grief, and
coping) in a regular, ongoing fashion in
order to address emotional and functional
impairment and loss.
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Table 1 - Preferred Practices for Palliative and Hospice Care and NQF Aims (continued)

PREFERRED PRACTICES

NQF AIMS

SAFE | PATIENT CENTERED | BENEFICIAL | EFFICIENT | TIMELY

Domain 3: Psychological and Psychiatric Aspects of Care (continued)

17

Develop and offer a grief and bereavement
care plan to provide services to patients
and families prior to and for at least

13 months after the death of the patient.

Domain 4: Social Aspects of Care

18

Conduct regular patient and family
care conferences with physicians and
other appropriate members of the
interdisciplinary team to provide
information, to discuss goals of care,
disease prognosis, and advance care
planning, and to offer support.

Develop and implement a comprehensive
social care plan that addresses the social,
practical, and legal needs of the patient
and caregivers, including but not limited to
relationships, communication, existing
social and cultural networks, decision-
making, work and school settings, finances,
sexuality/intimacy, caregiver availability/
stress, and access to medicines and
equipment.

Domain 5: Spiritual, Religious, and Existential Aspects of Care

20

Develop and document a plan based on
an assessment of religious, spiritual, and
existential concerns using a structured
instrument, and integrate the information
obtained from the assessment into the
palliative care plan.

21

Provide information about the availability
of spiritual care services, and make
spiritual care available either through
organizational spiritual care counseling
or through the patient’s own clergy
relationships.

22

Specialized palliative and hospice care
teams should include spiritual care
professionals appropriately trained and
certified in palliative care.
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Table 1 - Preferred Practices for Palliative and Hospice Care and NQF Aims (continued)

NQF AIMS
PREFERRED PRACTICES SAFE | PATIENT CENTERED | BENEFICIAL | EFFICIENT | TIMELY

Domain 5: Spiritual, Religious, and Existential Aspects of Care (continued)
2

w

Specialized palliative and hospice spiritual ° ° °
care professionals should build partnerships
with community clergy and provide
education and counseling related to
end-of-life care.

Domain 6: Cultural Aspects of Care

24 [ Incorporate cultural assessment as a ° °
component of comprehensive palliative
and hospice care assessment, including
but not limited to locus of decisionmaking,
preferences regarding disclosure of
information, truth telling and decision-
making, dietary preferences, language,
family communication, desire for support
measures such as palliative therapies and
complementary and alternative medicine,
perspectives on death, suffering, and
grieving, and funeral/burial rituals.

25 | Provide professional interpreter services ° ° ° ° °
and culturally sensitive materials in the
patient’s and family’s preferred language.

Domain 7: Care of the Imminently Dying Patient

26 | Recognize and document the transition to ° ) °
the active dying phase,and communicate
to the patient, family, and staff the
expectation of imminent death.

27 | Educate the family on a timely basis ° °
regarding the signs and symptoms of
imminent death in an age-appropriate,
developmentally appropriate, and
culturally appropriate manner.

28 | As part of the ongoing care planning ° ° °
process, routinely ascertain and document
patient and family wishes about the care
setting for the site of death, and fulfill
patient and family preferences when
possible.

29 | Provide adequate dosage of analgesics and ° ° ) °
sedatives as appropriate to achieve patient
comfort during the active dying phase, and
address concerns and fears about using
narcotics and of analgesics hastening death.
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Table 1 - Preferred Practices for Palliative and Hospice Care and NQF Aims (continued)

PREFERRED PRACTICES

NQF AIMS

SAFE | PATIENT CENTERED | BENEFICIAL | EFFICIENT | TIMELY

Domain 7: Care of the Imminently D

ying Patient (continued)

30

Treat the body after death with respect
according to the cultural and religious
practices of the family and in accordance
with local law.

31

Facilitate effective grieving by
implementing in a timely manner a
bereavement care plan after the patient’s
death, when the family remains the focus
of care.

Domain 8: Ethical and Legal Aspects of Care

32

Document the designated surrogate/
decisionmaker in accordance with state
law for every patient in primary, acute,
and long-term care and in palliative and
hospice care.

33

Document the patient/surrogate
preferences for goals of care, treatment
options, and setting of care at first
assessment and at frequent intervals as
conditions change.

34

Convert the patient treatment goals into
medical orders, and ensure that the
information is transferable and applicable
across care settings, including long-term
care, emergency medical services, and
hospital care, through a program such as
the Physician Orders for Life-Sustaining
Treatment (POLST) program.

35

Make advance directives and surrogacy
designations available across care settings,
while protecting patient privacy and
adherence to HIPAA regulations, for
example, by using Internet-based registries
or electronic personal health records.

36

Develop healthcare and community
collaborations to promote advance care
planning and the completion of advance
directives for all individuals, for example,
the Respecting Choices and Community
Conversations on Compassionate (are
programs.
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Table 1 - Preferred Practices for Palliative and Hospice Care and NQF Aims (continued)

NQF AIMS
PREFERRED PRACTICES SAFE | PATIENT CENTERED | BENEFICIAL | EFFICIENT | TIMELY
Domain 8: Ethical and Legal Aspects of Care (continued)
37 | Establish or have access to ethics ° ° ° ° °
committees or ethics consultation across
care settings to address ethical conflicts
at the end of life.
38 | For minors with decisionmaking capacity, ° ° ° ° )

document the child’s views and preferences
for medical care, including assent for
treatment, and give them appropriate
weight in decisionmaking. Make
appropriate professional staff members
available to both the child and the adult
decisionmaker for consultation and
intervention when the child’s wishes differ
from those of the adult decisionmaker.
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uring the course of this project, gaps in the knowledge base under-

lying some areas of the framework for palliative and hospice care
quality measurement were identified. A significant number of recent
reviews also have identified key research needs that would inform
palliative and hospice care quality improvement efforts."** This chapter
presents recommendations for high-priority research issues for each of
the eight endorsed framework domains, followed by a section on cross-

domain research needs.

or this domain, recommendations are made for additional research

to identify innovative arrangements for delivering, coordinating,
and evaluating care, including the use of interdisciplinary care teams
and quality improvement strategies,” and for research to evaluate the
interaction between outpatient, acute inpatient, and long-term care
venues in the overall care of patients with advanced illness. There also
should be a focus on identifying facilitators and barriers to coordination
of care and consistency of treatment goals within existing structures, as
well as on characterizing the implications of alternative conceptual and
operational definitions of the end of life, particularly for important
conditions. Efforts are needed to define populations with specific symp-
toms, informational and caregiver needs, and risks of discon’cinuity.1
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Further recommendations are made for additional research
on the evaluation of structures of care across the range of care
settings and on organizations that are involved with children
who may die, or who have died, and their families (e.g., emer-
gency first-response units, emergency departments, intensive
care units, other inpatient units, hospices, home health
agencies, and medical examiner offices).’

New modes of care need to be promoted —for example,

a diagnosis-independent ”care management” approach to
palliative care, and there is a need to focus research on
methodologies to identify preferred practices. In addition,
short lengths of stay (LOS) in hospice require investigation
to determine the ideal LOS in hospice, whether there is a
relationship between LOS and quality of hospice care, the
barriers to and solutions for timely referrals to hospice, and
preferred practices that contribute to timely referrals.

Other priority areas for future research include the
evaluation of workforce limitations and the availability and
recruitment of interdisciplinary teams of skilled professionals
in providing palliative and hospice care in rural areas and the
evaluation of the role of benefit limits and other reimburse-
ment structures (e.g., pharmacy benefits management policies)
that restrict palliative care. An overall assessment of the
financial impact of palliative care would help provide
needed knowledge, as would the identification of the impact
of alternate models for financing healthcare (e.g., globally
budgeted systems, provider capitation, fee for service) on care
delivery near the end of life. There should be an evaluation of
the impact of models that expand hospice financing to permit
patients to receive life-prolonging therapies concomitantly
with hospice care.

Additional research recommendations for this domain
include the need to identify effective and efficient modifica-
tions of the current reimbursement system, so as to increase
access to palliative and hospice care and to identify optimal
methods for determining eligibility for hospice.



A NATIONAL FRAMEWORK AND PREFERRED PRACTICES FOR PALLIATIVE AND HOSPICE CARE QuALITY: A CONSENSUS REPORT 65

ithin this domain, a number of

research recommendations are
offered, including exploring processes of
identifying and meeting the needs of
infants, children, and adolescents using
developmentally appropriate care
strategies’; expanding research on meeting
the palliative care needs of other under-
served and vulnerable populations
(long-term care residents, prison inmates,
rural residents, and people living with
HIV/AIDS) and the implications for
modifying and reorganizing the delivery
of palliative and hospice care services;
and testing the highest quality measures in
important settings (e.g., hospital, nursing
home, hospice, home care, ambulatory
care) and among diverse populations
(e.g., racial /ethnic groups, non-cancer
conditions)."

Other research recommendations
include investigating the impact of patient
transfers across settings at the end of life
and effects on life closure and patient/
family goals; evaluating satisfaction
measures that reflect specific processes
of care and examining the relationship of
satisfaction to less-studied processes, such
as non-pain symptoms, spiritual support,
and continuity;' analyzing the roles and
relationships of different healthcare pro-
fessionals and other personnel who are
involved with children who may die, or
who have died, and their families;® and
determining the learning methods for
physicians, other healthcare professionals,
and the public in order to help them
prepare for their roles in palliative care.

The importance of exploring methods of
improving prognostication by physicians
and communicating prognoses to patients
and families is emphasized, as is examining
the prognostication of death and physician
education/communication regarding
prognosis/ life expectancy. Research also
is needed that would involve surveying
children and families about their specific
experiences with care (preferably concur-
rent with care rather than after the child’s
death) —not just their global assessments
of satisfaction with care’—and analyzing
reasons for delays in the acceptance of
hospice and palliative care services,
especially as related to pediatric care.

Finally, for this domain research is
needed to evaluate novel approaches
to improving underutilization and late
referrals to hospice; to assess consumer
needs and preferences across all domains
of care; and to design and implement
consumer evaluation methods (e.g., a
consumer “report card” for end-of-life
care).

or the domain of physical aspects of

care, recommendations focus on identi-
fying and validating methods for assessing
symptoms and other palliative care needs
across diverse healthcare settings and
initiating the following;:

high-quality studies of the incidence

and epidemiology of pain and other

symptoms, the relationship among

symptoms, and the clinical significance
of symptoms in non-cancer conditions;"



66

NATIONAL QUALITY FORUM

studies on the best methods for
achieving quality improvement in pain
management; and

larger studies of interventions to alleviate
dyspnea in cancer and non-cancer
conditions," including determining the
influence of morphine on the patho-
physiology of dyspnea’ and evaluating
the effectiveness of various opioids

for relieving dyspnea including the
evaluation of nebulized opioids.”

Furthermore, a broad spectrum of pain
management studies should be launched in
the areas of analgesia that would include
the following;:

improving techniques for drug
delivery;’

evaluating non-steroidal anti-
inflammatory drugs;’

introducing more refined, receptor-
specific opioids;®

identifying novel analgesics that
influence non-opioid systems in the
central nervous sys’cem;2

identifying accurate easement of patient
physical distress;

strengthening developmental pharma-
cology intended to maximize benefits
and minimize harms by taking into
account patient differences in age, race,
gender, weight, metabolic status, and
other relevant factors;

identifying prognostic factors to help
guide preventive strategies and linking
symptoms to quality-of-life measures to
help guide care priorities;*

improving knowledge of the clinical
features and treatment of pain arising in
the viscera;* and

identifying the linkage between pain
management and length of stay.

A broad research program on fatigue and
cachexia-anorexia-asthenia syndrome should
be initiated, including the identification of
more precise descriptive terminology for
the cachexia-anorexia-asthenia complex
and the formation of working groups to
create a “common language” for research
studies.” Such a program also should
include the development of a standard
symptom assessment format for studies
on fatigue and cachexia-anorexia-asthenia,
similar to what is available for pain,2 an
assessment of the costs of cachexia-anorexia-
asthenia complex,2 and an investigation
of particular therapy options based on a
deeper understanding of pathophysiology
and the experience of symptoms as
reported by patients and families.”

Other research recommendations
include the evaluation of clinical interven-
tions for symptom management in children’
and of the cardiovascular, pulmonary, and
central nervous system effects of opioids
in non-cancer disease, because there is a
special need for research in non-malignant
disease, given the aging of the population
(40 percent of Medicare deaths are due
to cardiovascular disease; the number of
deaths is expected to double between 2000
and 2030).

Additional research projects that should
be undertaken are to identify how aging
impacts common symptoms in palliative
care (e.g., pain, dyspnea, delirium, consti-
pation); identify the appropriate role for
invasive treatment modalities (e.g., surgery,
interventional pain management) in
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palliative care patients; evaluate the impact of federal, state,
or institutional policies regarding opioid prescription on the
relief of pain and other symptoms; and evaluate the role of
complementary and alternative approaches in symptom relief
(e.g., guided imagery, relaxation therapy, massage) in patients
with advanced disease.

or this domain, recommendations focus on the design and

implementation of studies that evaluate the short- and
long-term treatment of depression in palliative care settings'
and on the development of studies to evaluate the effective-
ness of interventions for dementia caregiving in non-cancer
populations, keeping in mind that these studies need to pay
special attention to methodologic issues such as the careful,
specific measurement of outcome variables."

Also noted is the need to initiate a broad range of studies
of cognitive and emotional symptoms, which would include
the following;:

developing and implementing uniform descriptive
terminology and classification schemes where they exist,
and developing such terminology and taxonomies of
disorders where they do not exist;?

developing, using, and refining reliable, valid, and
practical symptom assessment tools and measures for
studying the prevalence and severity of psychological
symptoms;” and

determining the prevalence of neuropsychiatric symptoms
and syndromes in patients with different diseases and
circumstances and the distress created by these symptoms
as reported by patients and families, including:?

determining the relative contributions to diminished
mental functioning and patient well-being of specific
disease processes and the side effects of therapeutic
interventions used to treat a disease or relieve some of
its symptoms,”

analyzing the biochemical, immunological, neurobio-
logical, and other physiological effects of the stresses
imposed on patients and those close to them by life-
threatening and debilitating diseases and injuries,”
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assessing the costs of different neuropsychiatric
syndromes and symptoms as they affect patients with
advanced disease,” and

comparing alternative pharmacological and non-phar-
macological therapy options (singly and in combination),
including novel uses or combinations of existing
therapies.”

Additional research recommendations for this domain
involve the need to survey family caregivers” experiences and
psychological support needs in illness and bereavement and
to examine family dynamics in the care process concerning
the treatment of life-threatening and debilitating diseases
and injuries. It also would be valuable to compare different
approaches to bereavement care’ and determine the psycho-
logical effects on professionals of caring for children who die
and the consequences for their ability to care for children
and parents.’

Standardized measurements of pain and suffering,
especially for use with people with cognitive disabilities or
dementia, young children, and those who are otherwise
non-verbal /non-communicative, are needed. It also would
be important to examine bereavement care for the families
of patients cared for by non-hospice and palliative medicine
teams in the generalist sector and to develop and validate
measurement strategies for mental health in patients who are
close to death.

he recommendations for the domain of social aspects of

care include those made to analyze the economic and social
dimensions of caregiving,' to evaluate and test interventions
to improve continuity between home and hospital and other
settings in which most patients receive care —for example,
ambulatory care —and, in addition, to initiate studies to
evaluate nursing home-hospital continuity and to design
studies that incorporate multiple settings and providers.'

Furthermore, studies of continuity of care for congestive
heart failure should be extended to incorporate the palliative
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domains (e.g., physical and psychological
symptoms, caregiver burden, advance
care planning), and evaluation is needed
regarding whether these interventions are
generalizable to the sickest patients and
patients with multiple comorbidities."

The healthcare experiences of children and
families outside the healthcare system also
require analysis, including an enhanced
focus on schools as a critical element in
pediatrics.’

An evaluation of the effects of uncer-
tainty in diagnosis, prognosis, and treatment
on communication with children and
families, the establishment of care goals
and care plans, decisions about interven-
tions, preparation for death, and family
perspectives and emotions after death
would be important,’ as would be a survey
of the needs of parents, siblings, and other
family members throughout serious illness
and extending into bereavement.’

Communication research should be
extended to include aspects of listening
skills and patient/provider team/family/
communication, and there is a need to
evaluate institutional, regional, or state
policies addressing medical futility —
that is, persistent disagreement between
providers and caregivers about life-
sustaining treatments.

Other research recommendations for
this domain include the development of
the means of assessing quality of life in the
setting of palliative care that are sensitive
to change over time and the identification
of the role of informal caregiving networks
in end-of-life care for patients who do not
have family caregivers.

n this area, research recommendations

are made to evaluate methods for
assessing spiritual and religious needs
and interventions for the existential aspects
of end-of-life care as well as to extend
research in “spiritual care” beyond reli-
gious issues to understand all aspects of
spirituality and the interaction of culture
and spirituality. There also is a need to
develop better metrics for the transcendent
dimension of the spiritual experience of
dying patients and to measure outcomes
regarding the impact of interventions of
faith-based communities and religious
denominations on the quality of the end-
of-life experiences of patients and families.

esearch recommendations for cultural

aspects of care include those involving
the exploration of culture, communication,
perceptions, and decisionmaking,” includ-
ing provider bias and stereotyping that
may surface under duress and when
structural issues arise.

Other recommendations focus on the
need to evaluate the impact of culturally
based rituals on illness, death, funeral /
burial, and bereavement and to identify the
unmet end-of-life needs of racial, ethnic,
and cultural minority populations and the
implications of these unmet needs for the
modification and reorganization of the
delivery of hospice and palliative care
services.



70

NATIONAL QUALITY FORUM

ecommendations in this area include

developing interventions to enhance
the education and support provided to
families near the time of death; identifying
the special needs of pediatric patients and
their families when death is imminent;
identifying factors contributing to the
successful communication about end-of-life
issues; and evaluating the value of “End of
Life Protocols” in the care of the imminently
dying patient.

he initiation of a rigorous research

program on advance care planning is
needed in order to understand how to
best achieve patient and family goals (as
opposed to evaluating resource allocation)
and to address the fundamental processes
of care planning.' Other research recom-
mendations include the development of
methods and processes for improving com-
munication and preventing or resolving
conflicts among clinicians, patients, and
family members’ and the clarification
of ethical and practical issues related to
conducting clinical research in patients
who are near the end of life.

n the area of cross-domain topics,

the recommendations are to develop
performance measures around palliative
and hospice care; to strengthen the research
infrastructure, including collaborative
networks, in order to facilitate the study of

methodological challenges in measurement
that require focused research’; to launch
studies regarding the epidemiology of
death and dying'; and to evaluate the
delivery, financing, and improvement of
healthcare and other services.!

There also is a need to evaluate the
efficiency of palliative and hospice care
services; to analyze the range of causes
and trajectories of death, including sudden,
unexpected deaths, deaths from progressive
chronic conditions, and deaths from
conditions diagnosed prenatally’; and to
determine the most effective vehicles for
disseminating end-of-life care quality
information to consumers, including;:

identifying which quality measures are
most appropriate and useful;

determining which messages and formats
are most effective in delivering the
information; and

analyzing which roles end-of-life care
and referring providers can play in the
dissemination of information.

Other cross-domain recommendations
include the following;:

derive and validate models for
predicting survival in serious, chronic
conditions;

implement a palliative care research
consortium to facilitate multi-institutional
collaborative palliative care research;

evaluate the role of rapid technological
advances in disease management on
decisionmaking and the delivery of
palliative care;

evaluate palliative care teams’ approaches
to self-care and the impact of self-care
strategies on provider outcomes (e.g., job
satisfaction, mental health, burnout);
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© address the needs of unique populations that lack
decisionmaking capacity, such as the unrepresented
elderly, intellectually disabled individuals, and children;

= develop methodologies for conducting clinical trials that
are specific to the special vulnerabilities and needs faced
by palliative care patients; and

= develop strategies and data collection methods that
permit multi-institutional research while assuring the
adequate protection of patient privacy.
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s with other projects, this National Quality Forum (NQF) project

involved the active participation of a Review Committee* composed
of representatives from across the spectrum of healthcare stakeholders
(appendix B), particularly in the areas of palliative and hospice care.
This appendix summarizes the deliberations of the Review Committee
and its recommendations for the palliative and hospice framework, for
a minimum set of preferred practices, and for future research.

The Review Committee was asked to provide input in three ways:

recommend a national consensus framework for discussing and
evaluating palliative care across all health settings and professions,
utilizing the National Consensus Project for Quality Palliative
Care’s (NCP’s) Clinical Practice Guidelines for Quality Palliative Care
(NCP Guidelines)"" as the starting point for discussion;

recommend a minimum set of preferred practices for palliative
care for national consensus based on the framework; and

provide guidance on identifying performance measures that
comport with the recommended framework and preferred
practices.

* Because the NQF Board of Directors approved this project for expedited consensus, a “Call
for Frameworks and Practices” was not performed. Rather, the National Consensus Project for
Quality Palliative Care’s Clinical Practice Guidelines for Quality Palliative Care (2004) was used as
the starting point. Under expedited consensus, the Committee is referred to as a Review (not
Steering) Committee.

T The NCP Guidelines were derived by the American Academy of Hospice and Palliative
Medicine, the Center to Advance Palliative Care, the Hospice and Palliative Nurses Association,
the Last Acts Partnership, and the National Hospice and Palliative Care Organization.
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The NCP Guidelines, which were the
result of consensus across five organiza-
tions, were compared with the national
frameworks of Australia,” Canada,’ Ireland,*
New Zealand,’ the National Institute of
Clinical Excellence (NICE),® and the
National Hospice and Palliative Care
Organization’s (NHPCO’s) standards of
practice for hospice programs.”

he Committee recommended the
definitions for palliative and hospice
care based on the following;:

palliative care begins at the time of
diagnosis of a life-threatening or
debilitating illness or injury;

the delivery of palliative care may occur
in the setting of the administration of
life-prolonging therapy or in a setting
where the sole aim is the amelioration
of suffering;

hospice is a delivery system that serves
the subset of the palliative care patients
who have entered the end-of-life phase
of their illness; and

end-of-life care is a specific phase of
palliative care requiring specialized
skills and services that may be served
by the delivery of hospice care or other
models of palliative care programs.

The Committee agreed that palliative
care manages a life-threatening or debilitat-
ing illness or injury across a continuum
of care that includes disease-modifying
treatment, palliative care, hospice care, and
bereavement support. It also believed that
a major aspect of palliative care is the

extension of care to the family during the
bereavement phase, and it noted that this
aspect of care distinguishes palliative care
from other types of medical care, because it
focuses on families in addition to patients
and extends care beyond the cessation of
patient-directed efforts.

A major point that the Committee
wanted to convey in its work was that the
range of palliative services was not
restricted to those related to end-of-life
care. Thus, the Committee recommended
that palliative care not be defined in terms
of prognosis (e.g., terminal illness or life
expectancy of six months), but rather in
terms of the provision of care and services
for the patient and family from the point of
diagnosis across a continuum that extends
past the patient’s death through a family
bereavement period.

To make this point clear and to com-
plement the definitions of palliative and
hospice care, considerable attention was
given to the elements of a continuum-of-
care diagram. (See chapter 1.) This diagram
emphasizes that the institution of palliative
care becomes appropriate at the time of
diagnosis and extends through the periods
of disease-modifying therapy, terminal
illness, and bereavement care. It also indi-
cates the role of both hospice and palliative
care in the terminal phases of the disease
trajectory. Of note, the Committee explicitly
rejected defining the beginning of hospice
care in terms of when hospice services are
covered by the Medicare Hospice Benefit
(i.e., six months before death), or any other
reimbursement qualifications. Instead, the
view is that hospice care becomes appro-
priate as the terminal phase begins, but it
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also indicates that the patient may still be
undergoing disease-modifying therapy at
the time that hospice services are instituted.

he Committee recognized the importance

of recommending a framework that is
consistent with other NQF project frame-
works — that is, it should serve as a concep-
tual model of the principles and categories
that direct the derivation of a quality
measurement and reporting system.
Additionally, the Committee noted that
it also should guide the development of
detailed measure elements in a consistent
and coherent manner. To establish the
purpose of the framework, the Review
Committee recommended that:

the framework address palliative and
hospice care as it currently exists and
not in terms of how the delivery of care
might develop in the future;

the elements of the framework provide
organizations with an approach to
evaluating existing palliative care serv-
ices and a blueprint for identifying gaps
and developing new programs; and

the scope, goals, principles, and preferred
practices outlined in the framework
should be based on the six NQF-
endorsed™ aims of quality care: safe,
beneficial, timely, patient centered,
efficient, and equitable.

he Committee discussed two approaches
for applying the framework. First, the
framework should address the philosophy,

principles, and requirements of palliative
and hospice care across the continuum
of care. Second, the framework should
address the organizational structures for
delivering that care. Thus, the recommended
framework is intended to provide guidance
both on what care is to be provided and
how it is to be delivered.

During the Committee’s deliberations
on the goals and principles, several foci of
palliative care emerged that distinguished
it from other aspects of medical care:

Family-centered care. The Review
Committee believed strongly that the
unit of care is not the patient alone,

but the patient and the family. When
planning services, including educational,
social, and economic interventions, the
needs of the family as well as of the
patient should be considered.

Interdisciplinary care. The Review
Committee emphasized that, in order

to provide the complete spectrum of
palliative care services, a team approach
is necessary.

Specialized education. The Committee
believed that all team members must be
specifically trained and educated in the
delivery and precepts of palliative care.

Advance care planning. Advance care
planning is an important first step to
providing access to palliative care, since
it ensures that patients” wishes are
transferred across care settings, leading
to early referrals to hospice and
decreases in unwanted hospitalizations
at the end of life. The Review Committee
thought that assigning the responsibility
for promoting advance care planning
across all settings, including hospitals,
nursing facilities, and home health
agencies, was an important goal.
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n its discussions about the scope of

palliative and hospice care, the Commit-
tee addressed the boundaries that define
palliative care and therefore the areas to be
included in the framework. The following
parameters were considered important in
the scope recommended by the Committee:

The framework and preferred practices
apply not only to those events encoun-
tered at the end of life but include all
aspects of palliative care.

Palliative care applies to all patients
whose clinical condition could lead to
a major disruption in function. For
example, patients undergoing curative
therapy for leukemia may also require
palliative care services.

Each element in the framework should
be interpreted as appropriate for both
adult and pediatric care, including
children who may have congenital
injuries or conditions requiring full-life
care.

The provision of palliative care occurs at
two levels: 1) as part of the care deliv-
ered by healthcare professionals respon-
sible for the routine care of the patient’s
life-threatening or debilitating illness or
injury and 2) as specialized palliative
care. The Committee noted that in the
first instance, this general palliative care
could be delivered by specialists, such as
oncologists or neurologists. For the
delivery of specialized palliative care,
professionals should have specialized
training or certification.

he Committee identified 12 structural

and programmatic elements of palliative
and hospice care that it believed should be
essential components of the recommended
framework. For each element, the Com-
mittee also recommended additional
subcomponents and/or guiding principles
fundamental to the element.

The Committee noted that an interdiscipli-
nary team is a key element of how palliative
and hospice care are best delivered because
the needs of the patient and family are too
complex to be served by one professional
discipline. Given the specialized skills
required to deliver palliative care, the
Committee recommended that there
ultimately should be certification for all
specialties, although it acknowledged that
this currently does not exist; thus, the
Committee felt that it is essential that
specialized training be provided regardless
of the setting of care delivery. Additionally,
the Committee noted that specialized
palliative care training will facilitate
coordination of care because it improves
knowledge of when the services of inter-
disciplinary specialist-level palliative
healthcare providers are indicated and
how to access them.

Multiple models of care can be used for
delivering palliative care. The models of
delivery that the Committee recommended
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to be included in the framework were
intended only as examples and were not
intended to limit the development of new
models and innovations. The Committee
explicitly recommended that palliative
care models should continue to evolve to
include any combination of settings that is
warranted by the needs of patients and
families.

Bereavement programs are offered through
hospice or palliative care programs, and
the Committee recommended that the
framework should include a 13-month
bereavement period. The Committee
believed that this is a necessary structural
and program requirement because, in
practice, the first anniversary of the
patient’s death is especially difficult

for families, and offering 13 months of
bereavement support includes this critical
period.

The Committee stressed that all members
of the interdisciplinary teams require
appropriate training, education, and orien-
tation regarding the precepts of palliative
care. Educational programs would there-
fore consist of general topics that apply to
the responsibilities of all team members
and discipline-specific educational sessions
to ensure that each member meets the
requirements specific to his or her specialty.
It was emphasized that special attention
also must be paid to the orientation and
training of volunteers.

The Committee emphasized that programs
to educate the patient and family regarding
the signs and symptoms of approaching
death must be presented in an age-
appropriate, developmentally appropriate,
and culturally appropriate manner.

Although the use of volunteers is an
integral part of the Medicare Hospice
Benefit, it is not a requirement of palliative
care programs. Furthermore, there are
clinical situations (e.g., when a patient has
been admitted to an intensive care unit) in
which volunteers should not be involved
in the care of the patient. The Committee
recommended that the framework should
explicitly note that the use of volunteers is
not appropriate across all settings of care.

In order to ensure that a palliative care or
hospice organization maintains the highest
levels of care, formal attention must be
paid to QA /PI programs, which must be

a delegated organizational responsibility,
with a mechanism in place for reports to be
made to senior leadership so that remedial
actions are supported. A major issue is the
appropriation of sufficient resources to
make these programs effective.

Because palliative care and hospice
organizations serve their communities,
it is vital that they receive feedback from
the community. In addition, in order to



C-6

NATIONAL QUALITY FORUM

promote the use of end-of-life care services,
active promotional programs are of
inestimable use.

The Committee strongly believed that
coordination of care and referrals are
essential components for a well-functioning
and efficient interdisciplinary team. To
achieve this, the Committee felt that
explicit administrative policies must be
developed and broadly disseminated; it
did not believe that coordination of care
could be achieved by ad hoc, random
decisionmaking.

The science of palliative care has progressed
to the point where solid research has pro-
vided a substantial number of validated
survey tools that enable caregivers to
systematically assess the needs of their
patients and families. The use of these
standardized instruments allows organiza-
tions to improve patient care by assessing
needs in a consistent manner. It also facili-
tates the aggregation of data that can then
be trended over time to further quality
improvement initiatives.

Inherent in the palliative care process is the
broaching of ethical issues that may raise
conflict because of varying cultural, social,
or personal orientations. The resolution of
these issues in a fair and sensitive manner
is vital to the goal of providing satisfactory
care. Given the complexity of these issues,

and because ad hoc, informal processes
may lead to inconsistent, untimely, or
aggravating solutions, formal mechanisms
for resolution must be in place.

The stress experienced by palliative care
caregivers is real, but often it is not recog-
nized. The training of team members
should include methods for recognizing
and dealing with stress.

n formulating its recommendations for

the framework, the Committee discussed
the overall content of the NCP Guidelines
and compared them with other national
frameworks>****” and the NHPCO stan-
dards for hospice care. Based on its deliber-
ations on the strengths and weaknesses of
the various frameworks, the Committee
recommended a framework built upon the
eight domains identified in the NCP report.
The Committee thought that these eight
domains, which also are delineated in
many other frameworks, encompass the
essential elements of good palliative care:
structures and processes of care; physical
aspects of care; psychological and psychi-
atric aspects of care; social aspects of care;
spiritual, religious, and existential aspects
of care; cultural aspects of care; care of the
imminently dying patient; and ethical and
legal aspects of care.

One organizational difference between
the NCP Guidelines” domains and the
domains in the NQF framework is that the
NQF framework separates structures and
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processes of care. The Committee believed
that separating these elements would
enable future measure development to
focus on these specific areas and avoid
potential overlap. In addition, the NQF
framework consolidates the NCP Guide-
lines into a shorter, more concise set of
guidelines and principles. In deriving the
domains for the NQF framework, the
Committee recommended including the
domains and specific guidelines, as out-
lined in the NCP Guidelines. Of note, the
Committee believed that the criteria stated
in the NCP Guidelines delineated possible
preferred practices, and therefore it did
not recommend their inclusion in the
framework. Rather, as described later in
this appendix, some of this information
has been recommended in the form of pre-
ferred practices from which performance
measures could be developed.

he NCP Guidelines did not specify

a typology for addressing levels of
measurement of the healthcare system.
In developing a comprehensive quality
performance measure set, however, the
Committee recommended that palliative
care should be evaluated at three levels of
the healthcare system, since deficiencies in
quality may occur at any of them: the
patient-focused level, the organization-
focused level, and the system- or commu-
nity-focused level. The Committee noted
that implementing the framework using
this three-tiered typology should enable
planners to focus on measure sets directed
at the specific level of the healthcare

system in which change can be affected.
The Committee also recognized that
measures might be applicable across levels.

Ithough the NCP Guidelines do not

address outcomes, the Committee
stressed that a framework for measurement
and reporting should provide guidance for
identifying appropriate outcomes. Based
on a literature review conducted by NQF
staff to identify pertinent sources detailing
outcomes in palliative care, 1121314151617
the Committee recommended that out-
comes for palliative and hospice care must
be derived for the specific indications for
which they are used; currently no standard
set of outcomes for palliative care exists.
Specifically, the Committee noted the
following:

there is no systematic approach to
delineating palliative care outcomes;

the evidence supporting the linkage of
interventions to outcomes may be absent
or anecdotal; and

patient-centered outcomes often are
intuitively derived.

The Committee considered mapping
the framework’s domains and preferred
practices to four outcome categories
identified by NHPCO'’s National Hospice
Workgroup (and included in the proposed
rules for Hospice Conditions of
Participation'®): comfortable dying;
self-determined life closure; safe dying;
and effective grieving. Although these
outcomes were useful in terms of their
application to end-of-life care, the
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Committee ultimately recommended
against their inclusion because it believed
that they did not apply precisely to other
aspects of the palliative care continuum.

o identify preferred practices, the

Review Committee initially considered
the NCP Guidelines. Each of the eight
domains in the NCP Guidelines contained
“criteria” for assessing performance, which
in many instances can be characterized as
preferred practices, since they represent
interventions that have documented
efficacy in achieving optimal outcomes.
Thus, as an initial step, the Committee
used a list of preferred practices drawn
from the NCP Guidelines and recom-
mended the most important practices for
consideration based on the degree to which
each practice impacted the delivery of
quality care. Committee members also
identified additional preferred practices
based on their organizational experiences
and knowledge of efficacious interventions
in the palliative care and hospice literature.
This section summarizes the deliberations
that led to the Committee’s recommenda-
tions.

Provide palliative and hospice care by
an interdisciplinary team of skilled
palliative care professionals, including,
for example, physicians, nurses, social
workers, pharmacists, spiritual care
counselors, and others who collaborate
with primary healthcare professional(s).

The Committee noted that the complex
work of palliative care requires a set of
interdisciplinary specialists working as a
team. The Committee recognized that ran-
domized studies definitively documenting
this do not exist, but that the recommenda-
tion for an interdisciplinary team is in
keeping with the recommendations of
the NCP Guidelines and the National
Comprehensive Cancer Network guidelines.

In discussing the preferred practice
related to interdisciplinary teams, the
Committee concluded that preferred prac-
tices might pertain to several dimensions
of quality care:

Interdisciplinary teams are an aspect
of care at the system (organizational)
level and probably are not feasible at the
individual practitioner level —for exam-
ple, individual practitioners do not have
dedicated social workers in their offices.

Care delivered in different settings
will determine the staff mix of the
interdisciplinary team —for example,
discharge planning is not important at
the nursing home level.

The Committee noted that while the
membership of each interdisciplinary
team may differ to meet a patient’s current
needs, the core members should include
physicians, nurses, and social workers,
since all patients’ needs require these
services in all settings. The Committee
also believed that because spiritual care
counselors provide unique services to
palliative care/hospice teams, their
inclusion in interdisciplinary teams should
be given prime consideration.
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Provide access to palliative and hospice
care that is responsive to the patient and
family 24 hours a day, 7 days a week.

The Committee agreed that access to
palliative care was a major quality issue,
because even if the best structure and
processes are in place, if the patient has no
access to them when they are needed, his
or her care would not be optimal. It was
noted that some hospital-based palliative
care programs, especially start-up palliative
programs, offer services during regular
business hours only, so that the establish-
ment of a preferred practice for 24-hour-a-
day, 7-day-a-week (24/7) access would
serve as a stretch goal that could be used
in planning resource allocation.

The Committee also noted that while
palliative and hospice care services should
be responsive to the patient and family on
a 24/7 basis, it may not always be feasible
to do so in the patient’s/family’s setting
of choice, for example, the home setting.
Thus, the practice calls for responsiveness
that might include telephone access and
referral to an available setting.

Provide continuing education to all
healthcare professionals on the domains
of palliative care and hospice care.

The Committee noted that because
palliative medicine is a relatively new
component of medical care and many pro-
fessionals were not exposed to specialized

training during their formative years,
ongoing continued education is needed to
introduce the concept of palliative care and
teach the necessary skills. In addition, the
Committee noted that as new techniques
and processes of care emerge, continuing
education will be necessary to translate
innovative approaches into practice.

Provide adequate training and clinical
support to assure that professional staff
are confident in their ability to provide
palliative care for patients.

The Committee noted that gaps in train-
ing exist among palliative care providers
and that studies have shown that medical
education does not adequately incorporate
the principles of palliative care. The
Committee emphasized that all profession-
als in all disciplines providing palliative
services need to have the specialized train-
ing that will enable them to provide this
specialized care. In addition, Committee
members stressed that programs must
have educational resources available to
provide on-the-job training as new or
difficult problems arise.

Hospice care and specialized palliative
care professionals should be appropri-
ately trained, credentialed, and /or
certified in their area of expertise.

A major thrust of the Committee’s
discussion focused on the goal of having
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certification available for all professionals
providing palliative care. Currently,

only programs for physician and nurse
certification (for all levels of nursing)
exist. The Committee believed that, short
of certification, all staff should be trained
in their profession (e.g., spiritual care
counselors, social workers) as it pertains
to palliative and hospice care.

Formulate, utilize, and regularly review
a timely care plan based upon a com-
prehensive interdisciplinary assessment
of the values, preferences, goals, and
needs of the patient and family and, to
the extent that existing privacy laws
permit, ensure that the plan is broadly
disseminated, both internally and
externally, to all professionals involved
in the patient’s care.

The Committee noted that a care plan
for palliative patients must be comprehen-
sive and interdisciplinary — that is, it
should not be fragmented or unidimen-
sional. Conducting a comprehensive inter-

Ensure that upon transfer between
healthcare settings, there is timely and
thorough communication of the patient’s
goals, preferences, values, and clinical
information so that continuity of care
and seamless follow-up are assured.

Following the Member and public
comment period regarding this report, the
Committee agreed that a preferred practice
should be added to emphasize that care
coordination should occur across all settings
and that patient information (including
goals, preferences, values, and clinical
information) needs to be conveyed to all
parties as the patient transitions between
providers or care settings. The Committee
acknowledged that instituting an interdis-
ciplinary care plan does not assure that the
information in the care plan is transferred
with the patient within a setting or across
settings. The Committee therefore wanted
to emphasize the importance of conveying
patient information within and across
settings or providers and the coordination
of care within and across entities.

disciplinary assessment of the patient’s and
family’s values, preferences, and goals is an
established standard of practice for hospice

programs, but it is not necessarily a stan-
Healthcare professionals should present

hospice as an option to all patients and
families when death within a year
would not be surprising and should
reintroduce the hospice option as the
patient declines.

dard practice for palliative care programs.
Given the documented importance of the
care plan, the Committee felt that a com-
prehensive care plan should be imple-
mented in all palliative care programs and
shared across providers and settings as the
The Committee noted that while
studies suggest that referral to hospice
leads to improved health outcomes at the

patient transitions across points of care,
including from an acute care setting to a
primary care provider.
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end of life, this option is frequently not
offered to patients and families. Data
indicate that only 30 percent of patients
receive hospice services, despite the avail-
ability of these services in more than 95
percent of U.S. counties. Therefore, the
Committee suggested that a practice
specifically related to hospice referral
should be recommended. The Committee
discussed at length the matter of when
the hospice option should be discussed

with the patient and family. The Committee

ultimately recommended the specific time-

frame, since it believed that an open-ended

recommendation would not foster early

discussion; the aim was to direct physicians

to consider death in the future occurring

earlier than they might normally consider it.

The Committee noted that the norm is
to present hospice as an option late in the
course of life-threatening disease, as
evidenced by the overall short length of
stay in most hospices; federal Medicare
guidelines call for hospice services when
life expectancy is six months or less.
However, the Committee recommended
that hospice should be presented as an
option in cases in which death within
one year would not be surprising. The
Committee felt that this practice would
ensure an earlier introduction of hospice,
so that the patient and family could be
prepared for eventual hospice referral.
Committee members also noted that with
this timeframe the physician has more
flexibility to plan for appropriate services
throughout the course of illness. Of note,
the Committee believed that having the
tirst discussion with a patient and family
about hospice at the time of diagnosis was

too early and not appropriate in some
circumstances — for example, upon first
diagnosis of congestive heart failure. The
recommended timeframe also reflects
studies that have demonstrated that
physicians tend to be inaccurate in their
prognoses; thus, the less clinical phrase
“death within a year would not be
surprising” was recommended.

Patients and caregivers should be asked
by palliative and hospice care programs
to assess physicians’/healthcare profes-
sionals” ability to discuss hospice as an
option.

NQF consumer Members felt strongly
that families and patients should be
surveyed to assure that their needs were
being met specifically with regard to
discussion of hospice. Since this area
had not been directly addressed in other
preferred practices, a new practice was
added to include this outreach activity.

Enable patients to make informed
decisions about their care by educating
them on the process of their disease,
prognosis, and the benefits and burdens
of potential interventions.

The Committee noted that studies
have shown that clinicians fail to elicit
patients” concerns, including their values,
goals of care, and treatment preferences.
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The Committee also noted that physicians
often overestimate the prognosis, or choose
not to disclose prognostic information,
leaving patients ill equipped to make
important care decisions.

Provide education and support to
families and unlicensed caregivers based
on the patient’s individualized care plan
to assure safe and appropriate care for
the patient.

In addressing the needs of the palliative
care patient, especially when in the terminal
phase of illness, the needs of the attendant
family members and informal caregivers
also must be addressed. The Committee
noted that studies have shown that
providing educational interventions and
support to caregivers improves caregiver
knowledge and proficiency in the physical
aspects of patient care. The Committee
also acknowledged that current practice
does not provide patients, families, and
caregivers with adequate information to
make informed decisions about the receipt
and/or delivery of care.

Measure and document pain, dyspnea,
constipation, and other symptoms using
available standardized scales.

The Committee noted that symptom-
related guidelines facilitate the development
of an effective care management plan.
Unfortunately the availability of standard-
ized, validated scales is still limited, and

these scales are most broadly applied in
the management of pain. Additionally,

the Committee concluded that while the
assessment and documentation of dyspnea
is important because optimal control is
achieved with objective assessment, current
standardized scales are not widely used.
Thus, it specifically recommended including
dyspnea in the preferred practice in order
to stimulate increased usage. Of note, the
Committee also believed that, as standard-
ized scales become more widely available
for other symptoms, these and any
measures developed from them should

be included in the practices.

Assess and manage symptoms and side
effects in a timely, safe, and effective
manner to a level that is acceptable to
the patient and family.

The Committee noted that studies have
shown that pain has been inadequately
managed in hospitals, ambulatory care
settings, nursing homes, and hospice care.
The key issue addressed in this preferred
practice is that the acceptable level to
which symptoms should be ameliorated
must be defined by the patient, rather than
by some arbitrary intensity level; one
patient might elect to experience a higher
level of pain than another in return for
being more mentally clear. The Committee
further noted that studies have shown
that frequent assessment of symptoms
is considered an essential approach to
ensuring safe, timely, and effective pain
and symptom management.
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Measure and document anxiety,
depression, delirium, behavioral
disturbances, and other common
psychological symptoms using
available standardized scales.

In addressing psychological issues,
the Committee considered research that
revealed that anxiety, depression, and
delirium are the most common problems
encountered in managing the palliative
care/hospice patient. The Committee
noted that studies in the management of
depression in the primary care setting and
the treatment of psychological symptoms
in the elderly have shown that the use of
standardized assessment instruments
supports effective symptom management.

Manage anxiety, depression, delirium,
behavioral disturbances, and other
common psychological symptoms in
a timely, safe, and effective manner to
a level that is acceptable to the patient
and family.

In recommending a practice related to
psychological management, the Committee
recognized that while the spectrum of
psychological symptoms is broad,
anxiety, depression, delirium, behavioral
disturbances, and dementia are the most
prominent symptoms to be addressed.

The Committee noted that studies have
shown that patient involvement in care
and treatment decisions enhances a sense

of autonomy that is essential to managing
emotional distress at the end of life.

Assess and manage the psychological
reactions of patients and families
(including stress, anticipatory grief,
and coping) in a regular, ongoing
fashion in order to address emotional
and functional impairment and loss.

Patients and families facing a serious
life-threatening illness undergo normal
psychological reactions, including stress,
issues involving coping, and anticipatory
grief. Anticipatory grief in patients occurs
because of the sense of impending loss
and loss of functional status; for families,
anticipatory grief results from the realiza-
tion of the impending death of the patient.
The Committee believed that the onset
of these distressful reactions must be
recognized so that preventive interventions
can be initiated. The Committee noted that
in addressing issues of grief, stress, and
coping, it must be recognized that the
patient cannot be supported in isolation —
that is, the needs of the family in its
entirety must be addressed. The Committee
also indicated that for many physicians,
management of these psychological
reactions might consist of referral to
appropriate mental health personnel and
that it is incumbent on these practitioners
to identify the appropriate professionals
for assistance.
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Develop and offer a grief and bereave-
ment care plan to provide services to
patients and families prior to and for
at least 13 months after the death of
the patient.

The Committee noted that while pro-
posed hospice standards require that
bereavement services be provided, there is
no such requirement for palliative care pro-
grams. For the families of the two-thirds of
patients who die outside of a hospice pro-
gram, only about 5 percent will be offered
a bereavement program by their palliative
care team or a generalist. Additionally, the
Committee strongly recommended that
bereavement services should be provided
for at least 13 months, realizing that some
patients may require a shorter or longer
bereavement period; the 13-month period
is intended to overlap with the first
anniversary of the patient’s death.

Conduct regular patient and family care
conferences with physicians and other
appropriate members of the interdisci-
plinary team to provide information, to
discuss goals of care, disease prognosis,
and advance care planning, and to offer
support.

The Committee felt that the provision
of information and support to patients
and families requires a periodic formal
conference. The Committee noted that
studies have shown that regular consulta-
tion to patients and caregivers can improve
outcomes and reinforce adherence to
prescribed care. It rejected informal

meetings, such as hallway consultations
with a physician and one family member,
as inadequate to meet patient and family
needs. In addition the Committee recom-
mended that meetings and conferences
should be applied across all healthcare
settings (e.g., intensive care unit, neonatal
intensive care unit, private office, emer-
gency department).

The Committee recognized that the
coordination of schedules for busy health
professionals would present some logistical
burdens, but it believed strongly that
meetings in a private office should be
interdisciplinary, with attendance by local
hospice workers or social workers as
needed.

In discussing what mix of attendees
should constitute a care conference, the
Committee felt that the presence of the
physician responsible for the patient was
essential and that other members of the
interdisciplinary team should be included
based on the particular clinical, psycho-
logical, social, and spiritual needs to be
addressed. The physician’s presence was
considered important so that clinical deci-
sions could be made at the meeting and the
care plan could be recommended or revised.

Develop and implement a comprehen-
sive social care plan that addresses the
social, practical, and legal needs of the
patient and caregivers, including but not
limited to relationships, communication,
existing social and cultural networks,
decisionmaking, work and school
settings, finances, sexuality/intimacy,
caregiver availability /stress, and access
to medicines and equipment.
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The Committee emphasized that
comprehensive social assessment is new
territory for many healthcare professionals
and therefore recommended that the
major components of a social assessment
be included explicitly. The Committee
especially wanted to draw attention to the
needs of caregivers in addition to those of
patients. The Committee also noted that
a social assessment plan should address
sexuality/intimacy, an area frequently
overlooked in social planning.

Develop and document a plan based on
an assessment of religious, spiritual, and
existential concerns using a structured
instrument, and integrate the information
obtained from the assessment into the
palliative care plan.

In addressing the area of spirituality,
the Committee recommended making the
practice as inclusive as possible to encom-
pass issues beyond the realm of religion.
The inclusion of “existential concerns”
ensures that issues such as life meaning
and life review are included. Although the
Committee recognized that these issues
might become paramount during the time
surrounding death, it felt that any life-
threatening or severe chronic illness raises
spiritual issues that need to be addressed
on an ongoing basis.

The Committee recognized that the
process of conducting a spiritual assessment
can itself serve as an intervention — that is,
the act of asking about spiritual matters
may be sufficient to meet patient and
family needs. The Committee also believed

that although standardized instruments
addressing religious, spiritual, and
existential concerns are broadly available,
many hospitals have developed their

own instruments or surveys to meet local
needs and that these structured tools were
acceptable.

Provide information about the
availability of spiritual care services,
and make spiritual care available
either through organizational spiritual
care counseling or through the patient’s
own clergy relationships.

The Committee noted that not all
patients and families want to utilize a
palliative care program’s pastoral services
in place of those in their own religious
community. The Committee felt that
palliative care programs should have pro-
cedures for referring their patients back to
the community and providing the local
spiritual counselors with the information
needed for the ongoing support of patients
and families.

Specialized palliative and hospice care
teams should include spiritual care
professionals appropriately trained and
certified in palliative care.

Specialized spiritual care in the palliative
care setting often involves helping patients
and families come to an understanding
about their specific theologic beliefs in the
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context of life-threatening illness. Ideally
this counseling should be performed by
persons with special training, since the
standard training of spiritual care profes-
sionals may not address such issues. The
Committee noted that specialized programs
exist—for example, Clinical Pastoral
Education programs —to provide interfaith
professional education for the ministry.
Through these programs, pastoral care
professionals develop new awareness of
themselves as persons and of the needs

of those to whom they minister, and they
develop skills in interpersonal and inter-
professional relationships.

The Committee recognized that the
availability of specialized pastoral training
could not realistically be expected to exist
in all care settings and therefore recom-
mended that the practice should apply to
the specialized palliative care and hospice
settings.

Specialized palliative and hospice
spiritual care professionals should
build partnerships with community
clergy and provide education and
counseling related to end-of-life care.

The Committee noted that because many
specialized palliative care and hospice
care facilities may not be able to provide
spiritual services for all of its patients and
families, it is important to build relation-
ships with community clergy who can
provide the necessary services. It noted
that many community-based spiritual

counselors do not have training in end-
of-life care and that palliative care and
hospice programs can play a major role in
serving as a resource for providing such
education.

Incorporate cultural assessment as a
component of comprehensive palliative
and hospice care assessment, including
but not limited to locus of decision-
making, preferences regarding disclosure
of information, truth telling and decision-
making, dietary preferences, language,
family communication, desire for
support measures such as palliative
therapies and complementary and
alternative medicine, perspectives on
death, suffering, and grieving, and
funeral /burial rituals.

The Committee noted that studies have
shown that cultural background and
values may affect a patient’s preference of
care. Therefore, the Committee felt that
healthcare professionals should include
an assessment of the specific beliefs and
practices of the patients they serve in the
initial formulation of a comprehensive care
plan and that it is important to recognize
that this includes an inquiry regarding
whether an individual patient adheres to
these cultural beliefs. The Committee noted
that several programs have effectively
incorporated culturally specific informa-
tion into brochures in order to provide
culturally sensitive information.
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Provide professional interpreter services
and culturally sensitive materials in the
patient’s and family’s preferred language.

The Committee noted that studies
have shown that providing professional
interpreters ensures reliable communi-
cation between providers and patients.
The Committee also noted that the difficulty
involved in having a family member or
non-professional translator (e.g., nurses)
serve as an interpreter is that he or she
may be inaccurate or introduce his or her
own biases.

Recognize and document the transition
to the active dying phase, and communi-
cate to the patient, family, and staff the
expectation of imminent death.

The Committee acknowledged that the
patient, the family, and staff often have
difficulty recognizing and accepting the
patient’s impending death. In identifying
the preferred practice, there was discussion
of the timeframe of “imminent death,” and
the Committee recommended that the
length of time for imminent death should
be measured in days to a few weeks. The
Committee believed that documentation
in the medical record that a patient has
transitioned to the active dying phase and
communication with the patient and family
of this transition are critical but rarely
followed practices in most care settings.
The Committee felt these practices to be
important for future measure development.

Educate the family on a timely basis
regarding the signs and symptoms of
imminent death in an age-appropriate,
developmentally appropriate, and
culturally appropriate manner.

Current practices often do not entail the
education of patients, families, and staff
about the symptoms that accompany the
active dying phase. This lack of prepared-
ness may lead to unnecessary hospitaliza-
tions. The Committee also noted that
educating families about the signs and
symptoms of death relieves family mem-
bers of distress during the dying process.

As part of the ongoing care planning
process, routinely ascertain and docu-
ment patient and family wishes about
the care setting for the site of death, and
fulfill patient and family preferences
when possible.

As part of the ongoing care plan, patient
preference for site of death should be
documented. The Committee felt this
was particularly important in the hospital
setting so that patients could be returned
home if that was their desire. The
Committee noted that despite survey
data showing the great majority of patients
would prefer to die at home, only 20 per-
cent die in their residences. It was also
recognized that because preference for site
of death may change over time, reassessing
the preference in the active dying phase is
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extremely important. If it is not possible
to fulfill the patient’s wishes, the family
should be informed of why the patient’s
wishes were not honored.

Provide adequate dosage of analgesics
and sedatives as appropriate to achieve
patient comfort during the active dying
phase, and address concerns and fears
about using narcotics and of analgesics
hastening death.

The Committee noted that studies
have shown that most patients die in
unnecessary pain. The Committee wanted
to ensure that the end-of-life outcome of
comfortable dying was achieved. One
important factor in determining whether
this goal is met is the provision of adequate
dosage of opioids and sedatives in the
terminal phase of disease. The Committee
noted that many physicians not skilled in
palliative care believe that pain medication
and sedatives can be reduced or eliminated
in the terminal phase. In reality these
patients require ongoing medication for
sustained comfort. Patient and family
preferences, a patient’s overall condition,
and the level and stability of pain should
be considered when providing pain
management.

Treat the body after death with respect
according to the cultural and religious
practices of the family and in accordance
with local law.

A major aspect of a family’s social and
cultural values relates to the treatment of
the body after death. There are distinct
differences among the beliefs and values
of cultural and religious groups of which
the palliative care team should be aware.
The Committee felt strongly therefore that
the family should be consulted regarding
its preference of care for the patient’s body
immediately after death. This practice
reflects the orientation of palliative and
hospice care to meet the needs of the
family as well as those of the patient.

Facilitate effective grieving by imple-
menting in a timely manner a bereave-
ment care plan after the patient’s death,
when the family remains the focus

of care.

Grieving occurs at the point of death,
and therefore bereavement support must
be provided without delay. The Committee
recognized that the development of a
bereavement plan would ensure that
seamless attention would be paid to the
family’s needs. Ideally, the bereavement
plan would be implemented as close to the
moment of the patient’s death as feasible.
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Document the designated surrogate/
decisionmaker in accordance with state
law for every patient in primary, acute,
and long-term care and in palliative and
hospice care.

The Committee noted that at the end
of life, many patients lose their ability to
make well-informed medical decisions.
As many as 40 percent of nursing home
patients may be cognitively impaired.
Naming a surrogate ensures that patients’
preferences and values will be respected
when they can no longer represent them-
selves. It is important that this designation
be documented in the appropriate medical
record or management plan so that the
designee can be easily contacted in times
of urgent decisionmaking.

Document the patient/surrogate
preferences for goals of care, treatment
options, and setting of care at first
assessment and at frequent intervals
as conditions change.

The Committee noted that advance
care planning can clarify appropriate
decisionmaking for persons with life-
limiting illness, thereby decreasing turmoil,
confusion, and anxiety. The difficulties
encountered in the Terri Schiavo case
brought into focus the need for adequate
documentation of preferences and goals.
The Committee also noted that patient and
family preferences should be assessed

regularly as needs, goals, and conditions
change.

Convert the patient treatment goals into
medical orders, and ensure that the
information is transferable and applicable
across care settings, including long-term
care, emergency medical services, and
hospital care, through a program such as
the Physician Orders for Life-Sustaining
Treatment (POLST) program.

The Committee noted that effective
advance care planning can be achieved
only if all healthcare providers across
multiple relevant healthcare settings are
knowledgeable about the patient’s goals
and that one of the most significant barriers
to achieving this aim is the failure to trans-
mit patient preferences from one setting
to another. The Committee felt that the
implementation of a system that converted
patient preferences into medical orders,
such as the POLST program, and that
could be transferred by the patient from
one medical location to the next would
be a significant step in overcoming this
obstacle; these formatted orders would be
accepted across all community healthcare
settings. One of the elements contributing
to the success of the POLST program is
that it entails community collaboration
and cooperation. The Committee felt that
models of this program in states such as
Oregon were being disseminated broadly
and that the goal of nationwide distribu-
tion was achievable and would be aided by
the endorsement of this preferred practice.
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Make advance directives and surrogacy
designations available across care set-
tings, while protecting patient privacy
and adherence to Health Insurance
Portability and Accountability Act of
1996 regulations, for example, by using
Internet-based registries or electronic
personal health records.

The Committee recognized that success-
ful implementation of advance care plan-
ning requires that it be available across the
continuum of care; relying on the transfer
of paper documentation across settings
is difficult and is therefore often over-
looked. The Committee felt that with the
development and use of new technological
advances that facilitate medical communi-
cation and coordination, it is now possible
to use these new methods to ensure easy
access to a patient’s advance care directives
across medical settings. Prototype systems
such as posting advance directives on a
system’s electronic network exist, and
therefore this preferred practice meets the
readiness criteria.

Develop healthcare and community
collaborations to promote advance
care planning and the completion of
advance directives for all individuals,
for example, the Respecting Choices
and Community Conversations on
Compassionate Care programs.

The Committee noted the need for the
institution of structural elements not only
at the organizational level, but also at

the community/system level, including
working for change through legislation.
Recognizing this, the Committee recom-
mended an advocacy role for palliative
care and hospice programs that could be
used in reaching out to the community to
ensure that education is available about
the need for advance care planning at the
population level.

Establish or have access to ethics
committees or ethics consultation across
care settings in order to address ethical
conflicts at the end of life.

When significant ethical dilemmas in
patient management arise, formal
processes should be in place to address
them. Ethics committees ensure that pro-
fessionals with experience in dealing with
complex ethical dilemmas can lend their
expertise to help sort out the issues, define
the areas of disagreement, and help the
parties to arrive at a mutually acceptable
resolution of the problem. Recognizing that
ad hoc, informal approaches are frequently
ineffective in dealing with these difficult
problems and may worsen the situation,
the Committee recommended that ethics
committees should be established across
care settings so that they can adjudicate
and/or negotiate conflict resolution when
there are problems of miscommunication
and/or conflicting values.
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For minors with decisionmaking
capacity, document the child’s views and
preferences for medical care, including
assent for treatment, and give them
appropriate weight in decisionmaking.
Make appropriate professional staff
members available to both the child and
the adult decisionmaker for consultation
and intervention when the child’s wishes
differ from those of the adult decision-
maker.

The Committee stressed that all of the
principles of good palliative and hospice
care are applicable in the pediatric setting.
A broad consensus exists that there is an
ethical imperative for pediatric patients to
collaborate with parents and professionals
in the decisionmaking process. The
Committee noted that while decisionmak-
ing responsibility may rest with parents,
pediatric patients should be involved in
the decisionmaking process in a develop-
mentally appropriate manner. It further
noted that the inclusion of the young
patient in this process may often be
facilitated by the guidance of a professional
staff member who has experience and
training in this area, especially if the
child’s preferences are at variance with the
recommended management plan.

he Committee recognized that a funda-

mental purpose of a framework is to
provide guidance for identifying and devel-
oping appropriate performance measures.

Toward that end, the Committee recom-
mended the following;:

An evaluation of care should capture
each phase of the patient-healthcare
professional interaction across the care
continuum (i.e., assessment, providing
patients and families with information,
making decisions, planning care,
delivering care, and confirming results
of care).’

Access to palliative care specialists is a
key consideration when evaluating the
performance of the interdisciplinary
team.

A critical component of measuring
end-of-life care is the extent to which
advance care planning is transmitted
from provider to provider and across
the settings and levels of care.

Particular consideration should be given
to capturing community-level data
related to advance care planning. The
Review Committee believed that this is
necessary in order to understand the
percentage of advance care directives

in communities and to analyze and
measure where people are dying and
where they want to die.

he Review Committee noted that

because neither the framework nor the
NCP Guidelines provides supporting
empirical evidence for all its recommenda-
tions at this point in the development of
palliative care, research in a number of
areas is needed. The Review Committee
was cognizant that, while progress has
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been made in the field to delineate outcome
measures for assessing the quality of
palliative care, the development of quality
metrics in end-of-life care is embryonic,
and the recommended preferred practices
are not intended as the final word, but
rather as tools for promoting the improved
quality of palliative and hospice care.

Two approaches were used to identify
areas for further research: each member
of the Review Committee was asked to
provide suggestions for research areas,
and key research areas were compiled from
three source documents'”***" and organized
for inclusion by domain. These were then
reviewed by the Committee.

The major areas for further research
identified by the Review Committee were
as follows:

the integration of palliative and
end-of-life care at the health system
level;

the cardiovascular, pulmonary, and
central nervous system effects of opioids
in non-cancer disease;

spiritual, as opposed to religious,
insights and modes of care for patients
near the end of life; and

the assessment of consumer needs and
preferences in end-of-life care.

The various research topics identified
in the literature were matched to the
eight framework domains. Included as
overarching research areas were research
recommendations that crossed more than
one domain.
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he National Quality Forum (NQF), a voluntary consensus standards-

setting organization, brings together diverse healthcare stakeholders
to endorse performance measures and other standards to improve
healthcare quality. Because of its broad stakeholder representation
and formal Consensus Development Process (CDP), NQF-endorsed™
products have special legal standing as voluntary consensus standards.
The primary participants in the NQF CDP are NQF member organiza-
tions, which include:

consumer and patient groups;
healthcare purchasers;
healthcare providers, professionals, and health plans; and

research and quality improvement organizations.

Any organization interested in healthcare quality measurement and
improvement may apply to be a member of NQF. Membership infor-
mation is available on the NQF web site, www.qualityforum.org.

Members of the public with particular expertise in a given topic
also may be invited to participate in the early identification of draft
consensus standards, either as technical advisors or as Steering
Committee members. In addition, the NQF process explicitly recognizes
a role for the general public to comment on proposed consensus stan-
dards and to appeal healthcare quality consensus standards endorsed
by NQEF. Information on NQF projects, including information on NQF
meetings open to the public, is posted at www.qualityforum.org.

Each project NQF undertakes is guided by a Steering Committee
(or Review Committee) composed of individuals from each of the four
critical stakeholder perspectives. With the assistance of NQF staff and
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technical advisory panels and with the
ongoing input of NQF Members, a Steering
Committee conducts an overall assessment
of the state of the field in the particular
topic area and recommends a set of draft
measures, indicators, or practices for review,
along with the rationale for proposing
them. The proposed consensus standards
are distributed for review and comment
by NQF Members and non-members.
Following the comment period, a
revised product is distributed to NQF
Members for voting. The vote need not
be unanimous, either within or across all
Member Councils, for consensus to be
achieved. If a majority of Members within
each Council do not vote approval, staff
attempts to reconcile differences among
Members to maximize agreement, and a
second round of voting is conducted.
Proposed consensus standards that have
undergone this process and that have been

approved by all four Member Councils on
the first ballot or by at least two Member
Councils after the second round of voting
are forwarded to the Board of Directors
for consideration. All products must be
endorsed by a vote of the NQF Board of
Directors.

Affected parties may appeal voluntary
consensus standards endorsed by the NQF
Board of Directors. Once a set of voluntary
consensus standards has been approved,
the federal government may utilize it for
standardization purposes in accordance
with the provisions of the National
Technology Transfer and Advancement
Act of 1995 (P.L. 104-113) and the Office of
Management and Budget Circular A-119.
Consensus standards are updated as
warranted.

For this report, the NQF CDP, version
1.7, was in effect. The complete process can
be found at www.qualityforum.org.
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n September 2002, the National Quality Forum (NQF) launched a

multiyear, two-phase “Quality of Cancer Care Performance Measures”
project with the objective of addressing issues of quality care for
cancer patients in the United States. Phase 2 of the project was initiated
in May 2004 and had as its specific aim the endorsement of cancer-
related, evidence-based voluntary consensus standards for public
accountability, internal quality improvement (QI) only, and surveillance.
The project identified three areas for initial consideration: diagnosis
and treatment of breast cancer; diagnosis and treatment of colorectal
cancer; and symptom management/end-of-life care in cancer patients.
During 2005 and 2006, the Symptom Management and End-of-Life
Technical Panel and the Cancer Steering Committee evaluated the
submitted measures and made recommendations to the NQF
membership.

In October 2006, NQF endorsed nine voluntary consensus standards
for assessing symptom management and end-of-life cancer care for
patients with cancer:'

National Quality Forum (NQF), National Voluntary Consensus Standards for Symptom
Management and End-of-Life Care in Cancer Patients: A Consensus Report, Washington, DC: NQF;
in press.
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Measures-Accountability, Ql, and Surveillance

Family Evaluation of Hospice Care-
National Hospice and Palliative Care
Organization (NHPCO)

Measures-Ql and Surveillance
Comfortable dying-NHPCO

Measures-Surveillance
(all Dana Farber Cancer Institute)

Chemotherapy in the last 14 days
of life

More than one emergency room visit
in the last 30 days of life

More than one hospitalization in the
last 30 days of life

Intensive care unit admission in the
last 30 days of life

Not admitted to hospice

Admitted to hospice for less than
three days

Death in an acute care setting

Also endorsed was a recommendation
that all of the measures approved for
QI and surveillance should be further
developed for accountability purposes.

An additional measure, Self-Determination
of Life Closure (NHPCO), was endorsed
for further development.

Given the paucity of measures submitted
or otherwise identified in the area of
symptom management and end-of-life
care for cancer, the report also identifies a
comprehensive research agenda that entails
establishing a national cancer care quality
initiative charged with addressing the
basic conceptual and infrastructure issues
required to produce a comprehensive,
standardized set of quality of cancer care
performance measures.
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