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D I S C L A I M E R

This Information Tool Kit is provided for discussion and educational purposes only and
should not be used or in any way relied upon without consultation with and supervision
of a qualified physician based on the case history and medical condition of a particular
patient. The information in this kit is not intended and should not be construed as a sub-
stitute for a physician’s medical advice or judgment.

AMDA expressly disclaims responsibility for any adverse effects or consequences result-
ing from the use of any of the advice or procedures presented or discussed in this infor-
mation tool kit. AMDA shall not be liable for any damages whatsoever resulting from use
of this information tool kit. The American Medical Directors Association, its heirs, execu-
tors, administrators, successors, and assigns hereby disclaim any and all liability for dam-
ages of whatever kind resulting from the use, negligent or otherwise, of this information
tool kit. 

The authors and publisher have made every effort to ensure that the information con-
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SECTION 1: INTRODUCTION

“My own notion is that palliative care is a concept of care that should be given to all
nursing home residents, regardless of their status as ‘terminally ill’ or not….All resi-
dents need alleviation of symptoms, pain management, psychosocial intervention,
and spiritual care…”  Jacob Dimant.1

Professionals caring for frail older adults understand that the percentage of patients dying
in hospitals is decreasing while the percentage of patients dying at home or in long-term
care facilities is increasing. Patients may experience physical, emotional, and spiritual suf-
fering for months or even years before they enter the active phase of dying from their ill-
ness. To ensure that long-term care patients with chronic and progressive illnesses receive
optimal care, all members of the interdisciplinary team should be proficient in the assess-
ment and relief of suffering. Such a “whole-person” approach to the care of patients whose
diseases are not responsive to curative treatment is called palliative care. 

This toolkit aims to provide helpful and practical guidance to long-term care profession-
als who are motivated to improve palliative and end-of-life care by providing organization-
al leadership, promoting education, developing best-practice guidelines, and implementing
quality assurance and improvement procedures in palliative and end-of-life care. 

DEFINITIONS

Palliative Care
Palliative care is best understood as a system of care based on a patient-centered, quali-

ty-of-life model that values patient autonomy and focuses on anticipating, preventing, and
treating the suffering of patients and families regardless of diagnosis or stage of illness.
Although the palliative paradigm differs from the more traditional illness-centered, curative
model, palliative care can be integrated into curative and restorative treatment plans. Thus,
no specific therapy should be excluded from consideration as a palliative treatment if it can
enhance comfort or improve the patient’s quality of life. 

Palliative care is usually delivered by an interdisciplinary team. Multiple disciplines are
needed to address medical, nursing, and other therapeutic aspects of care and to meet the
patient’s or family’s needs for social, emotional, and spiritual support.
Hospice 

Hospice is one system for delivering palliative care. Hospice care has traditionally
focused on caring for patients who have a limited (i.e., 6 months or less) life expectancy or
who are in the terminal phase of their illness. In addition to providing all elements of inter-
disciplinary palliative care, hospice care also provides bereavement support for families
after a patient’s death. 
Medicare Hospice Benefit

The Medicare Hospice Benefit is designed to support the provision of interdisciplinary,
comprehensive, palliative, and end-of-life care to patients with anticipated life expectancies
of 6 months or less. 

1
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SCOPE OF THE PROBLEM

“The key to caring well for people who will die in the (relatively) near future is to
understand how they may die and then plan appropriately.”2

Approximately 20 percent of nursing home residents die each year in nursing homes or
shortly after a transfer from a nursing home to an acute care setting.3

Despite the relatively high likelihood that patients who are admitted to a long-term care
facility for the care of an advanced chronic illness will suffer further decline in function and
will die within a relatively short period of time, the long-term care regulatory environment
emphasizes rehabilitation and optimization of function. This focus may have the unintend-
ed consequence of minimizing the importance of the patient’s palliative care needs. 

• Studies show that dying residents with daily pain do not receive adequate pain man-
agement or receive pain management that is inconsistent with expert guidelines.4

• Residents’ family members report that the addition of hospice care improves the
quality of symptom management for their relatives at the end of life.3

• Few long-term care facilities have organized bereavement services for family mem-
bers.3

Despite the potential benefits of palliative and hospice care in long-term care facilities,
only one in four Medicare-eligible residents of a long-term care facility uses hospice care
before death.3 Of 12,000 residents of long-term care facilities who used the Medicare
Hospice Benefit in 1996, 32% had hospice stays of 14 days or less and 20% had hospice
stays of 1 week or less, which is considerably shorter than the national median length of
stay for all hospice patients.

PALLIATIVE CARE IN THE LONG-TERM CARE SETTING:
UNDERLYING PRINCIPLES

The principles underlying this Toolkit are as follows: 
1. High-quality palliative care is essential in long-term care facilities.
Long-term care patients have multiple chronic illnesses (e.g., dementia, heart disease,

pulmonary disease, arthritis) that generally result in progressive loss of function and the
emergence of distressing symptoms that often cause physical, emotional, and spiritual suf-
fering. Understanding the needs of a person with a chronic illness involves consideration of
the disease’s impact not only on physical and cognitive function but also on quality of life.
Although chronic illnesses cannot be cured, they may respond to treatments that slow dis-
ease progression or alleviate the severity of symptoms. Relief of suffering usually involves
a multimodal program of medication, restorative therapies, activities, and emotional or spir-
itual support.

2. Palliative care requires understanding and communicating with the person with the
illness and with the person’s surrogate or family. 

Ideally, care is individualized on the basis of the patient’s values, preferences, and nego-
tiated goals of care. It is the responsibility of the long-term care attending physician to dis-
cuss with the patient and family the patient’s diagnoses, prognosis, treatment options, and
goals of care. 

3. A patient’s goals of care may be multiple and overlapping.
For example, although congestive heart failure cannot be cured, the patient may simulta-

neously choose palliative care for relief of symptoms of breathlessness due to heart failure,
rehabilitative and restorative therapy to optimize mobility, and curative treatment for an
acute illness such as pneumonia. 
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4. The palliative care plan is dynamic.
The relative amounts and types of curative, restorative, and palliative care deemed appro-

priate for a patient will depend on the individual’s goals of care and informed choices. An
informed choice should reflect the patient’s values, diagnosis, prognosis, and assessment of
the relative benefits and burdens of various curative, restorative, and palliative treatment
choices. Treatment choices and goals of care may change as the patient’s condition responds
positively to treatments or declines as the result of an acute illness or disease exacerbation.
The diagnostic and therapeutic responses to changes in the patient’s condition should take
into consideration both the circumstances leading to the change in status and the benefits,
burdens, and goals of care.

5. Although the specific mission of hospice organizations is to deliver palliative and
end-of-life care, hospices cannot and should not be the sole providers of palliative care in
long-term care facilities. 

The Medicare Hospice Benefit exists to deliver coordinated, comprehensive palliative
care for terminally ill patients (i.e., those with a life expectancy of approximately 6 months
or less) and their families. Hospice care may not be appropriate for all long-term care
patients, but most long-term care patients need palliative care for months or even years
before they progress to the terminal phase of their illnesses. For example, many long-term
care patients have moderate to severe pain due to osteoarthritis and other painful, nonfatal
conditions. If their pain is recognized and treated, these patients may be able to postpone
functional decline and avoid the emotional and spiritual suffering associated with unre-
lieved pain. 

Even when a hospice organization supplements the care a patient receives in a long-term
care facility, the hospice staff cannot be present at all times. Because the staff of the long-
term care facility provides most of the patient’s care, including palliative and end-of-life
care, they must have the necessary knowledge, attitudes, skills, and support to optimize
end-of-life care. 

6. Collaborative care that involves the staff of a long-term care facility and a hospice
organization can both provide benefits and pose challenges for the attending physician
and medical director. 

When a hospice care team enters the long-term care facility to collaborate with the facility’s
staff and provide comprehensive palliative care, the facility medical director must deal with
an added layer of complexity. The care of patients receiving hospice care in a long-term care
facility is subject both to the regulations governing the hospice program and to the regulations,
surveys, and quality indicators aimed at achieving the highest practical level of function for
long-term care patients. A care plan designed to achieve the highest practical level of function
may be perceived as conflicting with one that focuses on the patient’s comfort.

7.  When the end of life (i.e., the active phase of decline and dying) approaches, the ulti-
mate goal of care is to provide the dying patient with a “good death.” 

A good death may be thought of as one that5:
• Provides relief from distressing symptoms,
• Addresses psychosocial and spiritual needs,
• Provides a chance for patients and families to face the inevitable without additional

fear or misinformation, and
• Produces a sense of autonomy and reduced powerlessness in the face of death. 
8. The medical director, attending physicians, nursing leadership, and administration

should continually strive to develop a culture within the long-term care facility that effec-
tively supports the implementation of palliative principles and practices.

The attending physician and the medical director can make valuable contributions to the
interdisciplinary teams providing palliative and hospice care. Facilities benefit when
attending physicians and medical directors encourage the development and implementa-
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tion of policies, processes, and quality improvement activities that address palliative and
end-of-life care. 

The tasks involved in providing optimal end-of-life care in long-term care facilities can
generally be categorized into five areas:

• Explicit recognition that an individual resident has a limited life expectancy, with no
reasonable expectation of a change in this prognosis. 

• Identification of the person authorized to make decisions about what, when, and how
end-of-life care can best be delivered to reflect the individual’s needs. Sometimes this
person is the resident himself or herself. When the resident is unable to make his or
her own decisions, an agent, proxy, or valid set of instructions should be identified.

• Care planning that specifically includes end-of-life issues.
• Implementation of the care plan, with monitoring to ensure that the resident receives

appropriate end-of-life care.
• Promotion or maintenance of the dignity of the patient.
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1. Jerrard J. To comfort always. Keys to create an outstanding palliative care program in
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SECTION 2: PROGNOSIS

“The key to caring well for people who will die in the (relatively) near future is to
understand how they may die and then plan appropriately.”1

In the long-term care facility setting, prognostication is important for appropriate care
planning and timely use of available resources. Prognostication is not a guarantee of future
events but rather an estimate of what can reasonably be expected. Ideally, an accurate prog-
nostic model would allow one to determine whether a person could expect to live 6 months
or less and thus be considered terminally ill. Such a person might then decide to forego cer-
tain life-prolonging treatments, pursue a more palliative course, or elect hospice care. 

Several studies have shown a high mortality rate among populations living in long-term
care facilities:

• One-third to one-half of individuals admitted to a nursing home died within 12
months of admission.2

• Median duration of life following admission to long-term care was 2.75 years.3

• Among Dutch patients with dementia who were admitted to long-term care, the 2-
year survival rate was 43%.4

Yet even among patients with a high mortality rate, physicians have difficulty predicting
short-term survival.

• Although nearly three-quarters of patients with advanced dementia who are admitted
to a nursing home have a life expectancy of less than 6 months, as few as 1% will be
perceived as having such a life expectancy at the time of admission. Even at the last
Minimum Data Set assessment before death, only 4% of these patients were perceived
as having a prognosis of less than 6 months.5

• When patients are admitted to hospice programs, their attending physicians accurate-
ly predict their length of survival only 20% of the time. Most of the time, attending
physicians are overoptimistic, estimating that their patients will live five times as
long as they actually do after admission to hospice care. Only 17% of attending
physicians thought their patients would die sooner than they did after enrollment in
the hospice program.6 

Several factors may account for practitioners’ imprecise predictions about life expectan-
cy. Practitioners may unconsciously be biased toward optimism or denial of death.
Additionally, prognosis in advanced nonmalignant diseases (the commonest cause of death
among the elderly) is complicated because these patients begin with a low functional status
and experience unpredictable and episodic exacerbations that cause marked declines in
function. Following these acute functional declines, whether an individual returns to base-
line function or declines further is unpredictable.7 For example, practitioners have had the
experience of seeing severe functional impairments or organ dysfunctions in a wide range
of potentially fatal conditions, but the impairment was completely or partially reversible or
manageable, making prognostication about 6-month survival very difficult.8

Moreover, predicting the average life span of a group of patients with given characteris-
tics (e.g., age, disease, functional status)—which can be done with great precision—is dif-
ferent from predicting the life span of an individual. This difference represents perhaps the
greatest barrier to modern prognostication. For example, few 85-year-old men with
advanced Alzheimer’s disease who are bed-bound, doubly incontinent, and able to speak
less than one word per day would be expected to live longer than 6 months. However, some
individuals who fit this description do live for a longer time. It is impossible to predict with

2
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complete accuracy which individuals will die within 6 months and which will not. This
uncertainty causes many practitioners to avoid prognostication altogether.

Researchers have developed predictive models to guide practitioners as they try to deter-
mine whether death is imminent for a specific individual. Several of these disease or con-
dition-specific prediction models are discussed below. 

Prediction Models Based on Function in Community-Dwelling Elders
One study of 917 community-based elderly patients eligible for nursing home care could

not detect a state of functional or cognitive decline that marked an obvious trajectory toward
the end of life.9

A large study of elderly patients attempted to construct a prognostic model to describe
variables predicting 1-month and 6-month mortality. On average, patients who died were
dependent in 3 activities of daily living (ADLs) 12 months before death, dependent in 4
ADLs 5 months before death, and may have been dependent in 5 ADLs 1 to 2 months before
death. The investigators could not find an accurate predictor of 1-month or 6-month mor-
tality. They concluded that good end-of-life care cannot be dependent upon the ability to
predict imminent demise or 6-month mortality.10 

Long-Term Care Prediction Models
One prediction model11 estimates 1-year mortality in long-term care (Table 2.1). The

author of the scale points out that a potential limitation of this prognostic index is that most
factors in the predictive model are modifiable. It is unknown whether intervention to mod-
ify these factors changes the 1-year mortality hazard ratio.11 Another group has modified this
scale, using a score of 7 (indicating 50% 1-year mortality) as a trigger to update advance care
planning and consider a hospice or palliative care consultation (Table 2.2).12,13

Alzheimer’s Prognostic Instruments
Alzheimer’s disease is a progressive, ultimately fatal illness with a median survival from

the time of diagnosis of 4.2 years for men and 5.7 years for women.14 To determine hospice
eligibility for patients with Alzheimer’s disease, the National Hospice and Palliative Care
Organization (NHPCO) has recommended using the Functional Assessment Stage (FAST)
criteria (Table 2.3).15 Hospices often recommend enrollment when the patient reaches FAST
stage 7(c). Unfortunately, the FAST criteria do not accurately predict 6-month survival, a
key criterion for hospice enrollment. FAST is therefore a problematic tool for this purpose.
In addition, many patients cannot be staged by FAST criteria because their disease does not
progress in the ordinal sequence of the scale.16 Finally, only a minority of long-term care
patients who die from dementia meet the criteria for FAST stage 7(c).17 Among long-term
care dementia patients who do reach this stage, less than one-half died within 6 months and
two-thirds died within 1 year.4

Mitchell et al17 derived a predictive scale using 12 variables from the Minimum Data Set
(MDS) that performed better than FAST stage 7(c) at predicting 6-month mortality in long-
term care patients with severe dementia (Table 2.4). However, this prognostic model also
had its limitations: A cut-off score of 6 or higher would fail to enroll 28% of residents with
advanced dementia who died. Furthermore, of those with a score of 6 or higher, 53% would
still be alive after 6 months.

Other Prognostic Tools
Illness trajectory models of prognosis may use different combinations of functional sta-

tus, lab values, signs, symptoms, and diagnoses to determine how close a person is to death.
However, illnesses often do not follow a given trajectory, patients may have multiple pro-
gressive illnesses with multiple trajectories that may be additive or independent, and the
trajectory of certain illnesses depends on the number and severity of recurrences or exacer-
bations. A further limitation of prognostic indices and illness trajectory models is that they
do not address the trajectory of spiritual, psychological, or social distress as an illness pro-
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gresses.1 Ultimately, the imprecision of current prognostic models argues against their use as
a basis for initiating advance care planning discussions or delivering palliative care services.7

Other authors have suggested using relatively nonspecific general indicators of decline
such as:

• Karnofsky Performance Status (Table 2.5)18

• The Palliative Prognosis Score (PaP) to determine short-term prognosis in nonmalig-
nant disease (Table 2.6).19

• A 10% loss of body weight over a 6-month period as a predictor of mortality in the
next 6 months.20

• Core and disease-specific end-stage indicators (Table 2.7)21

• Debility, which identified hospice patients with nonmalignant illness with a mortali-
ty rate similar to patients with a 6-month prognosis based on organ- or disease-specif-
ic survival criteria (Table 2.8).22 

In summary, both practitioners’ judgment and predictive tools are fraught with inaccura-
cy when trying to predict the likelihood of an individual patient’s dying within a 6-month
period, the current prognostic criterion for hospice eligibility. This difficulty should not
lead to therapeutic nihilism, but rather should affirm the importance of having policies and
procedures in place to anticipate, assess, and treat distressing symptoms associated with
chronic medical conditions regardless of a patient’s appropriateness for hospice enrollment.

It is possible to have meaningful prognostic discussions that provide essential information
and anticipatory guidance to patients, families, and caregivers even if practitioners cannot
predict the exact timing of critical events or the active phase of dying. Such conversations
can begin with acknowledgment of the presence of chronic progressive illnesses (e.g., con-
gestive heart failure, dementia) and a frank discussion of the likely sequence of events that
signals progression of the illness. For example, as dementia becomes more severe, patients
may become bed bound and may suffer one or more of the predictable consequences of
immobility (i.e., falls, pneumonia, skin breakdown). These conversations are essential to
meaningful advance care planning, effective palliation, and good end-of-life care.

The End of Life/Palliative Education Resource Center (www.eperc.mcw.edu) is a useful
resource for prognostication tools.

References
1. Murray SA, Kendall M, Boyd K, Sheikh A. Illness trajectories and palliative care.

Clinical review. Br Med J 2005; 330: 1007-1011.
2. Lichtenstein MJ, Federspiel CF, Schaffner W. Factors associated with early demise in

nursing home residents: A case control study. J Am Geriatr Soc 1985; 33: 315-319.
3. Cohen-Mansfield J, Marx MS, Lipson S, Werner P. Predictors of mortality in nursing

home residents. J Clin Epidemiol 1999; 52: 273-280.
4. Koopmans RTCM, Ekkerink JLP, van Weel C. Survival to late dementia in Dutch nursing

home patients. J Am Geriatr Soc 2003; 51: 184-187. 
5. Mitchell SL, Kiely DK, Hamel MB. Dying with advanced dementia in the nursing home.

Arch Intern Med 2004; 164: 321-326.
6. Christakis NA, Lamont EB. Extent and determinants of error in doctors’ prognoses in ter-

minally ill patients: Prospective cohort study. BMJ 2000; 320: 469-473. 
7. Coventry PA, Grande GE, Richards DA, Todd CJ. Prediction of appropriate timing of pal-

liative care for older adults with non-malignant life-threatening disease: A systematic
review. Age Ageing 2005; 34: 218-227. 

8. Dunn GP, Milch RA. Is this a bad day, or one of the last days? How to recognize and
respond to approaching demise. J Am Coll Surg 2002; 195: 879-887. 

9. Covinsky KE, Eng C, Lui LY, et al. The last 2 years of life: Functional trajectories of frail
older people. JAGS 2003; 51: 492-498. 



8

10. Lunney JR, Lynn J, Foley DJ, et al. Patterns in functional decline at the end of life. JAMA
2003; 289: 2387-2392.

11. Flacker JM, Kiely DK. Mortality-related factors and 1-year survival in nursing home res-
idents. J Am Geriatr Soc 2003; 51: 213-221. 

12. Flacker JM, Kiely DK. A practical approach to identifying mortality-related factors in
established long-term care residents. J Am Geriatr Soc 1998; 46: 1012-1015.

13. Levy CR. Partnering palliative care providers with nursing homes. Paper presentation,
American Academy of Hospice and Palliative Medicine, Nashville, TN; 2006. 

14. Larson EB, Shadlen MF, Wang L, et al. Survival after initial diagnosis of Alzheimer dis-
ease. Ann Intern Med 2004; 140: 501-509. 

15. Reisberg B. Functional assessment staging (FAST). Psychopharmacol Bull 1988; 24: 653-659.
16. Luchins DJ, Hanrahan P, Murphy K. Criteria for enrolling dementia patients in hospice.

J Am Geriatr Soc 1997; 45: 1054-1059. 
17. Mitchell SL, Kiely DK, Hamel MB, et al. Estimating prognosis for nursing home resi-

dents with advanced dementia. JAMA 2004; 291(22): 2734-2740. 
18. Karnofsky D, Abelmann W, Craver L, Burchenal J. The use of nitrogen mustard in the

palliative treatment of cancer. Cancer 1948; 1: 634-656. 
19. Glare P, Virik K, Jones M, et al. A systematic review of physicians’ survival predictions

in terminally ill cancer patients. Br Med J 2003; 327: 195-200.
20. Maltoni M, Nanni O, Pirovano M, et al. Successful validation of the palliative prognos-

tic score in terminally ill cancer patients. Italian Multicenter Study Group on Palliative
Care. J Pain Symptom Manage 1999; 17(4): 240-247.

21. Matzo M. Palliative care: Prognostication and the chronically ill. Methods you need to
know as chronic disease progresses in older adults. Am J Nursing 2004; 104(9): 40-49. 

22. Kinzbrunner BM, Weinreb NJ, Merriman MP. Debility, unspecified: A terminal diagno-
sis. Am J Hosp Palliat Care 1996; 13(6): 38-44.

Bibliography 
Abicht-Swensen LM, Debner LK. The Minimum Data Set 2.0: A functional assessment to
predict mortality in nursing home residents. Am J Hosp Palliat Care 1999; 16(3): 527-532

Anderson F, Downing GM, Hill J, et al. Palliative Performance Scale (PPS): A new tool. J
Palliat Care 1996; 12(1): 5-11.

Bayliss EA, Bayliss MS, Ware Jr JE, Steiner JF. Predicting declines in physical function in
persons with multiple chronic medical conditions: What we can learn from the medical
problem list. Health Qual Life Outcomes 2004; 2: 47.

Breur B, Wallenstein S, Feinberg C, et al. Assessing life expectancies of older nursing home
residents. J Am Geriatr Soc 1998; 46: 954-962.

Cross KL. What is the palliative performance scale and how should we use it? AAHPM
Bulletin 2005; 4-5: 15. 

Fried LP, Kronmal RA, Newman AB, et al. Risk factors for 5-year mortality in older adults:
The cardiovascular health study. JAMA 1998; 279: 585-592. 

Gambassi G, Landi F, Lapane KL, et al. The Sage Study Group. Predictors of mortality in
patients with Alzheimer’s disease living in nursing homes. J Neurol Neurosurg Psychiatry
1999; 67: 59-65. 



9

Glare P, Eychmueller S, Virik K. The use of the palliative prognostic score in patients with
diagnoses other than cancer. J Pain Symptom Manage 2003; 26: 883-885. 

Harrold J, Rickerson E, Carroll JT, et al. Is the palliative performance scale a useful predic-
tor of mortality in a heterogeneous hospice population? J Palliat Med 2005; 8: 503-509.

Head B, Ritchie CS, Smoot TM. Prognostication in hospice care: Can the palliative perform-
ance scale help? J Palliat Med 2005; 8: 492-502. 

Inouye SK, Peduzzi PN, Robison JT, et al. Importance of functional measures in predicting
mortality among older hospitalized patients. JAMA 1998; 279: 1187-1193. 

Kiely DK, Flacker JM. Common and gender-specific factors associated with one-year mor-
tality in nursing home residents. J Am Med Dir Assoc 2002; 3: 302-309. 

Lamont EB, Christakis NA. Complexities in prognostication in advanced cancer. “To help
them live their lives the way they want to.” JAMA 2003; 290: 98-104.

Meher DR, Binder EF, Kruse RL, et al. Predicting mortality in nursing home residents with
lower respiratory tract infection. The Missouri LRI Study. JAMA 2001; 286: 2427-2436. 

Miller EA, Weissert WG. Predicting elderly people’s risk for nursing home placement, hos-
pitalization, functional impairment, and mortality: A synthesis. Med Care Res Rev 2000; 57:
259-297. 

Morita T, Tsunoda J, Inoue S, Chihara S. The palliative prognostic index: a scoring system
for survival prediction of terminally ill cancer patients. Supp Care Cancer 1999; 7: 128-133. 

Morris JN, Fries BE, Mehr DR, et al. MDS Cognitive Performance Scale. J Gerontology 1994;
49: M174-M182 (Figure 1, page M178; Appendix M182).

Morrison RS, Siu AL. Survival in end-stage dementia following acute illness. JAMA 2000;
284: 47-52.

Murden, RA, Ainslie NK. Recent weight loss is related to short-term mortality in nursing
homes. J Gen Intern Med 1994; 9: 648-650.

Schonwetter RS, Han B, Small BJ, et al. Predictors of six-month survival among patients
with dementia: An evaluation of hospice Medicare guidelines. Am J Hosp Palliat Care 2003;
20: 105-113

van der Steen JT, Ooms ME, Meher DR, et al. Severe dementia and adverse outcomes of
nursing home-acquired pneumonia: Evidence for mediation by functional and pathophysi-
ological decline. J Am Geriatr Soc 2002; 50: 439-448. 

Walter LC, Band RJ, Consell SR, et al. Development and validation of a prognostic index for
1-year mortality in older adults after hospitalization. JAMA 2001; 285: 2987-2994. 

Weeks JC, Cook F, O’Day SJ, et al. Relationship between cancer patients’ predictions of prog-
nosis and their treatment preferences. JAMA 1998; 279: 1709-1714. 



10

TABLE 2.1. PREDICTING 1-YEAR SURVIVAL IN LONG-TERM CARE RESIDENTS

A. NEWLY ADMITTED RESIDENTS
Proportional Hazards Regression Analysis Examining the Association Between Major
Mortality-Related Factors and 1-Year Mortality in Newly Admitted Residents

B. LONG STAY RESIDENTS

Proportional Hazards Regression Analysis Examining the Association Between Major
Mortality-Related Factors and 1-Year Development and Validation Cohorts for Long-
Stay Residents

.
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C. PERCENT 1-YEAR MORTALITY BY MORTALITY RISK INDEX SCORE

Determination of Mortality Risk Index Score 
To stratify residents into different levels of risk for 1-year mortality, first determine if they are Newly Admitted
Residents or Long Stay Residents. 

Next, determine the presence or absence of the clinical variables in the appropriate table (Newly Admitted or
Long-Stay Resident). 

Then sum the Hazard Ratios associated with the clinical variables to determine the Mortality Risk Index Score
(MRIS). This sum is rounded to the nearest integer, and values of 0.5 are rounded up to the next highest integer.
Residents who had none of the risk factors are given an MRIS of 0, representing no risk. 

Determining presence of variables
• Weight loss is defined by the Minimum Data Set (MDS) as a loss of 5 or more pounds in the past 30 days or

10 or more pounds in the past 6 months. 
• Unstable conditions are defined as conditions or diseases that make residents’ cognitive, activity of daily liv-

ing (ADL), or behavior status unstable, fluctuating, or deteriorating. 

Simple yes/no variables regarding the presence of many morbid symptoms included (more than 25% of food
uneaten, swallowing problem, shortness of breath, bedfast).

Congestive heart failure, diabetes mellitus are indicated on the MDS if they bear a relationship to current func-
tion, cognition, mood, treatments, or risk of death. 

Low functional ability score is derived from the MDS ADL long form measuring functional performance (Section
G1) during the 7 days before the completion of the MDS. A score > 5 on this scale is considered low functional
ability.

Source: Flacker and Kiely, 2003.11 Reprinted with permission.
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TABLE 2.2. FLACKER MORTALITY SCORE WORKSHEET

Resident: ____________________________ Date: ____________

If total score is: Probability of dying within 1 year is approximately:

0-2 7%
3-6 19%
7-10 50% 
11+ 86%

Functional ability score 
To derive functional ability score, use MDS Section G1 data for the following 7 items. Each item is scored on a
scale of 0 (no impairment) to 4 (high impairment), for a total score ranging from 0-28.

Bed mobility __________________
Transferring __________________
Eating __________________
Toileting __________________
Hygiene __________________
Locomotion on unit __________________
Dressing __________________
TOTAL __________________

DOB: date of birth; MDS: Minimum Data Set.

Source: Derived from Flacker and Kiely, 1998.12 Worksheet developed by Cari R. Levy,13

MD, CMD, Aurora, CO 80011. Reprinted with permission.

Resident Characteristic Information Location Scoring Chart Score
Functional ability score MDS Section G1

See chart below
If summary functional ability score >4, score 2.50.

Weight loss Weight sheet If lost >5 pounds in past 30 days or >10 pounds in
past 180 days, score 2.26.

Shortness of breath MDS Section J1l If yes, score 2.08.
Swallowing problems MDS Section K1b, K5c, also see diet

order for special texture
If yes, score 1.81.

Male MDS Section AA 2 If male, score 1.76.
Body mass index MDS Section K2,

Use chart on next page
If BMI is <22 kg/m2, score 1.75.

Congestive heart failure MDS Section I1f If yes, score 1.57.
Age >88 years DOB- MDS Section AA3 or face sheet If yes, score 1.48.

Total score
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TABLE 2.3. FUNCTIONAL ASSESSMENT STAGING (FAST)

* Duration of stage in those entering the stage who progress into the next stage; not all patients progress.

Source: Reisberg, B. Functional Assessment Staging (FAST). Psychopharmacology Bulletin,
1988; 24:653-659.

Copyright q 1984 Barry Reisberg, M.D. Reproduced with permission.
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TABLE 2.4. MORTALITY RISK INDEX SCORE FOR STRATIFICATION OF RESIDENTS
INTO LEVELS OF RISK FOR 6-MONTH MORTALITY

Source: Mitchell et al, 2004.17 Reprinted with permission.

TABLE 2.5. KARNOFSKY PERFORMANCE STATUS

Source: Karnofsky et al, 1948.18 Reprinted with permission.
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TABLE 2.6. PALLIATIVE PROGNOSIS SCORE

*A patient with a KPS score of 10 to 20 is very sick (i.e., hospitalization is necessary, active supportive treatment
is necessary, or patient is moribund).

Source: Glare et al, 200319 (adapted from Maltoni et al, 199920). Reprinted with permission.
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TABLE 2.7. CORE AND DISEASE-SPECIFIC END-STAGE INDICATORS

Source: Adapted from Matzo, 2004.21
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TABLE 2.8

Source: Kinzbrunner et al, 1996.22 Reprinted with permission.

Decision Tree
Diagnosis: Debility, unspecified (799.3)

Figure 3. Decision tree for assigning the diagnosis of ‘’debility, unspecified’’ (ICD-9 code 799.3). The
tree permits the physician to eliminate other defined diseases of specific organ systems as the cause of
terminality. If no anatomic disease is sufficient by itself to warrant a terminal diagnosis, and if cumula-
tive comorbidities exist, then the diagnosis of debility, unspecified is warranted.

Prognosis: ,6 months: Severe ADL Deficits; CNS Disease

1. Does patient meet criteria for terminal dementia, based on FAST 7C or higher classification?

No                                 Yes

2. Does patient have cardiac or pulmonary disease?

Specific terminal diagnosis such as:
331.0 Alzheimer’s disease
331.9 Cerebral degeneration other than Alzheimer’s disease
437.9 End-stage cerebrovascular disease

No                                 Yes Does patient have cardiac or pulmonary disease that meets criteria for a ,6

No             Yes
Specific terminal diagnosis such as:
428.0 End-stage congestive heart failure
429.2 End-stage cardiovascular disease
429.2 End-stage heart disease, unspecified
491.2 Chronic bronchitis

3. Does patient have one or more of the following conditions:
a. Renal insufficiency
b. Hepatic insufficiency
c. Undiagnosed but highly suspected malignancy
d. Other major organ system failure

No                                 Yes Does any single condition meet criteria for a ,6 month prognosis?

No            Yes

4. Terminal diagnosis: 799.3 Debility, unspecified

Specific terminal diagnosis such as:
199.0 Metastatic carcinoma of unknown primary site
571.2 End-stage cirrhosis secondary to alcohol
571.5 End-stage cirrhosis without mention of alcohol
586.0 Renal failure, unspecified

The American Journal of Hospice & Palliative Care
November/December 1996
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SECTION 3: COMMUNICATION 

“Timely, sensitive discussions with seriously ill patients regarding medical, psychoso-
cial, and spiritual needs at the end of life are both an obligation of and privilege for
every physician….When physicians provide their patients with the honesty, expertise,
advocacy, compassion, and commitment they would want for themselves and their
families, they provide the highest quality of medical care possible….Failure to provide
appropriate information about palliative care and prognosis can contribute to unneces-
sary pain and suffering.”1 

Communication is the essential skill needed for palliative and end-of-life care. It is clear
from the high burden of suffering and the high mortality rate of long-term care residents that
palliative and end-of-life care should be discussed with most of these residents at the time
of admission to a long-term care facility. 

Patients and families desire and need professionals to listen to their hopes, fears, goals,
and treatment preferences. Practitioners must be able to discuss in a direct, truthful, and
compassionate manner the patient’s diagnoses and prognosis and describe the benefits and
burdens of his or her treatment options. Forthright communication strengthens the patient-
practitioner relationship and empowers the patient to collaborate with health care providers
to create the most appropriate plan of care. Knowing what to expect enables patients and
families to make needed plans and prepare for possible future outcomes, rather than react
to an unforeseen crisis. 

Patients with a terminal diagnosis appreciate communication that:2

• Is honest, especially about uncertainty.
• Uses clear and straightforward language and avoids jargon and euphemisms when

discussing diagnosis, prognosis, and treatment options (e.g., say “cancer,” not “a spot
on your scan,” “a mass,” or “a malignancy”). If a patient is dying, avoid euphemisms
like “he or she may not do well.”

• Is delivered in a personal and involved communication style that encourages ques-
tions and conveys a willingness to talk about dying. 

In long-term care, certain conditions (e.g., dysphagia with recurrent pneumonia, frailty,
immobility, pressure ulcers, unintended weight loss) and advanced stages of certain illness-
es (e.g., Alzheimer’s disease, atherosclerosis, chronic obstructive pulmonary disease, con-
gestive heart failure, Parkinson’s disease) are harbingers of further decline and death. It is
appropriate to review the prognostic pathways associated with these conditions, including
the situations, signs, and symptoms that can signal the last weeks and months of life. Such
anticipatory guidance can help patients and families cope with difficult end-of-life realities.

Most people want the opportunity to prepare for death. Preparation requires a trusting
and open relationship with caregivers. It means knowing what to expect about one’s phys-
ical condition, believing one’s family is ready for one’s death, and having financial affairs
in order. In addition, people want to be able to bring a sense of completion to life by reflect-
ing on personal accomplishments, saying good-bye to important people, and resolving
unfinished business. At the end of life people are concerned about maintaining dignity, hav-
ing close friends and family near, and not dying alone. People worry that death will bring
discomfort, so they need reassurance that pain, dyspnea, and anxiety will be managed.3

Many potential barriers exist to end-of-life discussions. Time constraints and prognostic
uncertainty may hinder timely discussions. In addition, both practitioners and patients may
be inclined to avoid these difficult discussions for various reasons. These discussions are

3
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never easy because they address such weighty issues and are often emotionally charged.
Practitioners must be aware that some patients, sensing that further treatment may be futile
or that they are approaching death, will avoid asking for precise prognostic information.4

Table 3.1 offers a stepwise approach to conducting a discussion with a patient or family
about palliative care and end-of-life issues. Not all steps are appropriate or necessary to
every discussion; the practitioner may choose those that are appropriate to a specific situa-
tion. The talking points are suggested wording for broaching potentially emotional topics in
conversation.

TABLE 3.1. A STEPWISE APPROACH TO A DISCUSSION OF END-OF-LIFE ISSUES
WITH A PATIENT OR FAMILY
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TABLE 3.1. A STEPWISE APPROACH TO A DISCUSSION OF END-OF-LIFE ISSUES
WITH A PATIENT OR FAMILY (CONTINUED)
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TABLE 3.1. A STEPWISE APPROACH TO A DISCUSSION OF END-OF-LIFE ISSUES
WITH A PATIENT OR FAMILY (CONTINUED)

Sources: Adapted from Belfi, 2006;5 Belfi, 2006;6 Boockvar and Meier, 2006;7 Tulsky, 2005;8

Rabow et al, 2004;9 Lamont and Christakis, 2003;10 von Gunten et al, 2000.11

Special Circumstances in End-of-Life Communication
Special circumstances may present particular challenges for end-of-life communication.

These circumstances may include:
• Language barriers;
• Requests to “protect” patients or families from the truth about a patient’s condition;
• Discussion of cultural, religious, and spiritual issues that are important to the patient

and family; and
• Conflict within families, within the care team, or between the care team and the fam-

ily. (Guides to conflict resolution can be found in Section 5, Ethical and Legal
Concerns.)

Language Barriers 
If the patient’s primary language is not English, consider using a skilled translator who is

familiar with medical terminology and is comfortable translating emotionally difficult
information. When using a translator, it is important to face and address your comments to
the patient, not the translator. If the translator cannot be present in person, it may be possi-
ble to arrange for telephone translation services. In general, avoid asking a family member
to act as the translator. This can cause confusion about family roles, may result in miscom-
munication about medical concepts, and may result in the translator changing the practi-
tioner’s words to “protect” the patient. 

Requests to Protect Patients or Families From the Truth
Patients or families may ask the practitioner not to disclose the truth about a patient’s con-

dition to the patient or to other family members. They may shy away from a frank discussion
because of past experiences, concerns about adverse emotional or physical effects on an indi-
vidual, or other family, religious, or cultural issues.

Current medical and ethical practice encourages full disclosure and informed decision
making by an autonomous patient. It may help to talk about the potential benefits of full dis-
closure for patients or family members and then to strategize about the best way to do this.12

Table 3.2 suggests ways of approaching this discussion.
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TABLE 3.2. “PLEASE DON’T TELL HIM (OR HER) THE TRUTH”: TALKING POINTS 

Source: Adapted from Cochella and Pedersen, 2003.12

Cultural, Religious, and Spiritual Issues
Conflicts may result from cultural misunderstandings.3 Discussion of cultural, religious,

and spiritual issues can be an important part of the conversation about palliative and end-
of-life care and can assist with goal setting and values clarification. 

Be sensitive to the terminology used when discussing end-of-life issues. For example, cer-
tain cultural groups may prefer the use of the term “palliative care” to the term “hospice”.

Practitioners should never make assumptions based on what they think they know about
the patient’s culture, ethnicity, or religious background. Rather, begin the discussion with
an open-ended question such as, “Is there anything that I or other members of your treat-
ment team need to know about in order to provide the best care and to be sensitive to your
specific cultural needs?”

A series of communication techniques can be used to explore issues influenced by cul-
ture that are important in end-of-life care (Table 3.3). In addition, the ABCDE technique
(Table 3.4) can be used to begin a dialogue about the influence of culture on the patient’s
and family’s approach to end-of-life care. Table 3.5 offers further suggestions for approach-
ing the discussion of these potentially sensitive issues. 

“I realize you and your mother are facing a very
intense and personal time right now, and that dif-
ferent people have different ways in which they
would like things to be handled. Thank you for
telling me about your preferences.” 

“Is there a specific situation you fear might occur if
I were to speak directly to your mother about her
condition?” 

“How has your mother dealt with other family
members’ or her own health issues in the past?”
Have you previously discussed with your mother
the issue of telling people bad news about their
health?”

“It is customary to let clear-thinking patients make
their own informed choices. If my mother were in
this situation, I believe she would prefer to be fully
informed and make her own decisions.” 

“Maybe we could go together and ask (the person
of concern) whether she wants to discuss things in
detail and make the important decisions, or
whether she wants to know less and leave impor-

tant decisions to someone else.”

“I have been told by your son that medical infor-
mation and decision making in your family is gen-
erally handled by a patient’s relatives rather than
by the patient. Is this how you want to proceed in
your case, or would you prefer to be more
involved?” 

“Some people want to know the details about their
condition so they can make choices about treat-
ment and make necessary plans for the future.
Others want family members to get the details and
make the decisions. Which way of handling things
do you think is best for you?”
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TABLE 3.3. TECHNIQUES FOR NEGOTIATING ISSUES INFLUENCED BY CULTURE
THAT ARE IMPORTANT IN END-OF-LIFE CARE

Source: Kagawa-Singer and Blackhall, 2001.13 Reprinted with permission.

Table 1. Techniques for Negotiating Issues Influenced by Culture That Are Important in End-of-Life Care

Issue Possible Consequences of Techniques and Strategies to 
Ignoring the Issue Address the Issue

Responses to inequities in care.

Communication/language
barriers

Religion and spirituality

Truth telling

Family involvement in decision-
making

Hospice care

Lack of trust
Increased desire for futile

aggressive care at the end of
life

Lack of collaboration with patient
and with the family

Dissatisfaction with care by all
parties involved

Bidirectional misunderstanding
Unnecessary physical,

emotional, and spiritual
suffering

Lack of faith in the physician
Lack of adherence to the

treatment regimen

Anger, mistrust, or even removal
of patient from health care
system if team insists on
informing the patient against
the wishes of the family

Hopelessness in the patient if he
or she misunderstands your
reason for telling him or her
directly

Disagreement and conflict
between family and medical
staff when the family, rather
than the patient, insists on
making decisions

Reduced use of hospice
services, leading to decreased
quality of end-of-life care

Address directly: “I wonder whether it’s hard for you to trust a
physician who is not _______ [of your same background]?’’

Make explicit that you and the patient and their family will
work together in achieving the best care possible

Work to improve access and reduce inequities
Understand and accommodate desire for more aggressive

care, and use respectful negotiation when this is
contraindicated or medically futile

Take time to:
Avoid medical or complex jargon
Check for understanding: “So I can make sure I’m explaining

this well for you, please tell me what your understanding is
about your illness and the treatment we’re considering’’

Hire bilingual, bicultural staff and train in medical translation to
be bridges across cultures. Translators are preferable in
person, but use AT&T language line or similar services if
trained staff unavailable

Avoid use of family as translators, especially minors

“Spiritual or religious strength sustains many people in times
of distress. What is important for us to know about your faith
or spiritual needs?’’

“How can we support your needs and practices?’’
“Where do you find your strength to make sense of this

experience?’’

Informed refusal:
“Some patients want to know everything about their condition,

others prefer that the doctors mainly talk to their families.
How would you prefer to get this information?’’

Use a hypothetical case, eg, “Others who have conditions
similar to yours have found it helpful to consider several
options for care, such as nutrition, to keep them feeling as
well as possible’’

Be cognizant of nonverbal or indirect communication when
discussing serious information

Ascertain the key members of the family and ensure that all
are included in discussions as desired by the patient: “Is
there anyone else that I should talk to about your
condition?’’

Talk with whomever accompanies the patient and ask the
patient about this individual’s involvement in receiving
information and decision-making

Emphasize hospice as an adjunct or assistance to the family
but not as a replacement: “When the family is taking care of
the patient at home, hospice can help them do that’’
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TABLE 3.4. ASSESS ABCDE TO ASCERTAIN LEVEL OF CULTURAL INFLUENCE

Source: Kagawa-Singer and Blackhall, 200113 (adapted from work by Koenig and Gates-
Williams, 199514). Reprinted with permission.

Table 2. Assess ABCDE to Ascertain Level of Cultural Influence

Relevant Information Questions and Strategies 

Attitudes of patients and
families

Beliefs

Context

Decision-making style

Environment

What attitudes do this ethnic group in
general, and the patient and family in
particular, have toward truth telling
about diagnosis and prognosis?

What is their general attitude toward
discussions of death and dying?

How reflective are their practices of
traditional beliefs and practices?

What are the patient’s and family’s
religious and spiritual beliefs,
especially those relating to the
meaning of death, the afterlife, the
possibility of miracles?

Questions about the historical and
political context of their lives,
including place of birth, refugee or
immigration status, poverty,
experience with discrimination or lack
of access to care, languages spoken,
and degree of integration within their
ethnic community

What decision-making styles are held
by the group in general and by the
patient and family in particular?

Is the emphasis on the individual
patient making his or her own
decisions or is the approach family
centered?

What resources are available to aid the
effort to interpret the significance of
cultural dimensions of a case,
including translators, health care
workers from the same community,
community or religious leaders, and
family members?

Educate yourself about attitudes common to the ethnic groups
most frequently seen in your practice (see References).

Determine attitudes of your patient and their family (see Table
1). For example, what is the symbolic meaning of the
particular disease?

See Table 1 for strategies addressing the religious concerns of
individuals and families. For general information, see list of
Web resources at: http://jama.ama-assn.org/issues/
v286n23/abs/jel10001.html.

Religious and community organizations may be able to
provide general information about the relevant group (see
below, “Environment’). Ascertain specific information by
asking the following:

“Where were you born and raised?’’
“When did you emigrate to the United States, and what has

been your experience coming to a new country? How has
your life changed?’’

“What language would you feel most comfortable speaking to
discuss your health concerns?’’

Life history assessment: “What were other important times in
your life and how might these experiences help us to
understand your situation?”

Learn about the dominant ethnic groups in your practice (see
References):

How are decisions made in this cultural group?
Who is the head of the household?
Does this family adhere to traditional cultural guidelines or do

they adhere more to the Western model (see Table 1)?

Identify religious and community organizations associated with
the ethnic groups common in your practice (hospital social
worker and chaplains may be able to help you in this effort).
See list of telephone translation services available at:
http://jama.ama-assn.org/issues/v286n23/abs/jel10001.html
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TABLE 3.5. DISCUSSING RELIGIOUS AND SPIRITUAL ISSUES AT THE END OF LIFE:
A PRACTICAL GUIDE FOR PHYSICIANS

CPR: cardiopulmonary resuscitation.

Source: Lo et al, 2002.15 Reprinted with permission.
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SECTION 4: SYMPTOM CONTROL 

“Relief of suffering is the business of every discipline.”1

“As physicians, we can be the primary cause of suffering in their last week of life, or
the primary cause of its relief.”2

“As sickness progresses toward death, measures to minimize suffering should be
intensified. Dying patients require palliative care of an intensity that rivals even that
of curative efforts….”3 

Pain and other symptoms occur with many chronic illnesses and at the end of life. Table
4.1 lists the symptoms that commonly require palliation in long-term care patients.

To improve the quality of symptom control, the long-term care practitioner should:
• Anticipate and when possible prevent the likely symptoms of chronic illness and the

dying process;
• Know the generally accepted standards and the supporting evidence for symptom

recognition, assessment, management, and monitoring and the indications for spe-
cialty referral;

• Support staff training and policies and procedures on symptom control that are based
on standards and evidence;

• Undertake ongoing assessment and quality improvement of symptom control prac-
tice;

• Collaborate with nursing staff, social service staff, chaplains, the hospice team, and
others involved in providing palliative care to set reasonable expectations for each
team member regarding roles, responsibilities, and appropriate communication about
symptom control; and

• Optimize the patient’s and family’s understanding and sense of control by educating
them about likely signs and symptoms, the significance of symptoms, and plans to
monitor and relieve symptoms when they occur. 

When assessing signs and symptoms in palliative and end-of-life care, ideally the practi-
tioner should describe:

• Severity, duration, time of onset, and quality;
• Aggravating and relieving factors;
• Effects of previous treatments; and 
• Impact on function, appetite, activity, mood, sleep, and family.
Rather than treating a sign or symptom reflexively, be aware of its differential diagnosis.

Consider whether it is appropriate to perform an assessment to determine the likely cause
of the sign or symptom. Unlike acute care medicine, in palliative and end-of-life care, it is
wise to temper the intensity of the diagnostic evaluation on the basis of not only the bene-
fits and burdens of laboratory evaluation and interventions but also the stage of the illness,
the patient’s preferences, and the goals of care. For example, it may be appropriate to obtain
X-rays and laboratory tests for an ambulatory patient with moderate dementia and heart fail-
ure but not for a patient who is bedbound and in the final stages of advanced illness.

4
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Caregiver and family education and reassurance are the foundations of a symptom con-
trol regimen. It is also important to ask what the patient and family think the symptom
means. In many cases, the patient can obtain much relief from nonpharmacologic interven-
tions (Table 4.2), and families can be empowered to provide many of these interventions. 

Because the terminal phase of an illness is a dynamic process and because medications
can have adverse effects in frail elderly people, treatment plans should include regular, dili-
gent  monitoring of both pharmacologic and nonpharmacologic interventions for both effi-
cacy and side effects.

To reinforce the concept that much can be done to relieve suffering when “there is noth-
ing left to do,” it may be helpful to follow the mnemonic AGGRESSIVE to create a compre-
hensive palliative care plan for nonpain symptoms (Appendix 4.1). In addition, the follow-
ing appendixes may help to guide assessment, treatment, and monitoring of patients receiv-
ing palliative care:

• Appendix 4.2 (sample doctor’s order sheet for palliative care)
• Appendix 4.3 (sample daily flow sheet for patient receiving palliative care)
• Appendix 4.4 (sample palliative care plan)

TABLE 4.1. SYMPTOMS THAT COMMONLY REQUIRE PALLIATION IN LONG-TERM
CARE PATIENTS

Most common end-of-life symptoms
Dyspnea (suffered by 62% of dying patients in one study in the long-term care setting)5

Noisy breathing (death rattle) (25-50%)4,5 

Pain (44%)5

Delirium, restlessness (29%)5

Fever (24%)5

Myoclonus (18%)5 

Other end-of-life symptoms that may benefit from palliation
Dry mouth
Nausea and vomiting
Nonhealing wounds

TABLE 4.2. GENERAL NONPHARMACOLOGIC INTERVENTIONS FOR SYMPTOM
CONTROL

Nurses and family members may apply general nonpharmacologic interventions such as the
following as needed to control symptoms and provide comfort:

• Specialized (pressure-reducing) mattress
• Position changes every 1-2 h as tolerated
• Pillows and protectors for positioning
• Lamb’s wool for pressure relief
• Gentle massage of extremities as tolerated 
• Soothing bath as tolerated
• Lotion to extremities as tolerated
• Mouth care q 1-2 h and PRN as tolerated
• Lip balm topically PRN as tolerated
• Fan to blow gently across resident’s face as tolerated
• Offer foods, fluids, or ice chips as tolerated
• Activity as tolerated
• Music in room
• Reassuring touch (e.g., hand holding)

PRN: as needed.
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Dyspnea
Dyspnea (air hunger, shortness of breath) is a subjective sensation of uncomfortable breathing.

It is among the most distressing nonpain symptoms, often producing anxiety in both patients
and caregivers. Dyspnea often limits activities of daily living, including the ability to converse
or eat normally, and thus adversely affects quality of life. 

Dyspnea is common in patients with cardiac and pulmonary disease and is a frequent
symptom during the end stages of many illnesses. In general, the sensation of dyspnea will
not be explained by measurements of blood gases, respiratory rate, or oxygen saturation.
Apparently, multiple factors associated with the work of breathing contribute to the sensation.

Nonpharmacologic approaches such as the following may relieve the patient’s discomfort:
• Energy conservation, positioning, fan (works via V2 branch of 5th cranial nerve),

open window, relaxation techniques.
• Trial of oxygen therapy (4-6 liters/min by nasal cannula). Continue therapy if it

relieves the patient’s dyspnea; otherwise, discontinue it.
Suctioning is to be avoided in most patients with dyspnea because it can cause distress. 

When a patient is experiencing dyspnea, first consider the cause of the problem. If an
intervention is available that will directly affect the primary cause of the patient’s dyspnea
(e.g., bronchodilators or steroids for chronic obstructive pulmonary disease, diuretics for
congestive heart failure), this should be the treatment of first choice. If such treatment is
unsuccessful or has been attempted unsuccessfully in the past, opioids should be the next
treatment of choice. Morphine is the most studied and versatile of the opioids for treatment
of dyspnea. 

An opioid equianalgesic dosing table (Table 4.3) is a useful guide when switching from
one opioid to another. When using this table, be aware that the effect of a new opioid is
somewhat unpredictable because of incomplete cross tolerance, differences in metabolism
and mechanisms of action, and idiosyncratic patient factors. For this reason, after calculat-
ing an equianalgesic dose, it is best to decrease the total daily dose of the new opioid by
25% to 33%. An excellent online source for calculating equianalgesic opioid doses and
adjusting for incomplete cross tolerance is The Clinician’s Ultimate Reference
(http://www.globalrph.com/narcoticonv.htm). Appendixes 4.5 and 4.6 provide guidance on
opioid titration to gain rapid control of symptoms such as dyspnea and pain.

TABLE 4.3. EQUIANALGESIC STARTING DOSES OF OPIOIDS FOR RELIEF OF PAIN
AND DYSPNEA

Opioid-Naïve Frail Elderly Patient
The practitioner may choose from the following suggested starting doses: 

Morphine 2 mg PO or SL 0.1 mL morphine 20 mg/mL (Roxanol®)
Oxycodone liquid 2 mg PO or SL 0.1 mL oxycodone 20 mg/mL (Oxyfast®)
Oxycodone 2.5 mg • 1/2 of a 5 mg oxycodone tablet

• 1/2 of an oxycodone 5 mg/acetaminophen
325 mg (Percocet®)

Hydromorphone 0.5 mg 0.5 mL hydromorphone 1 mg/mL (Dilaudid®)
Hydrocodone 2.5 mg 1/2 of a hydrocodone 5 mg/acetaminophen 500 mg (Vicodin®)

NOTE: Although propoxyphene is not recommended in the elderly, it is still frequently prescribed. Prescribers
may find it helpful to know that the above-listed doses are equivalent to propoxyphene 50 mg, Darvon® 65, or
Darvocet® N-50.
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TABLE 4.3. EQUIANALGESIC STARTING DOSES OF OPIOIDS FOR RELIEF OF PAIN
AND DYSPNEA  (CONTINUED)

Opioid-Naïve Adult Patient 
The practitioner may choose from the following suggested starting doses: 

Morphine 5 mg PO or SL 0.25 mL morphine 20 mg/mL (Roxanol®)
Oxycodone liquid 5 mg PO or SL 0.25 mL oxycodone 20 mg/mL (Oxyfast®)
Oxycodone 5 mg • 5 mg oxycodone tablet

• Oxycodone 5 mg/acetaminophen 325mg (Percocet®)
Hydromorphone 1 mg 1/2 of a 2 mg tablet PO (Dilaudid®)

1 mL of hydromorphone 1 mg/mL SL 
Hydrocodone 5 mg Hydrocodone 5 mg/acetaminophen 500 mg (Vicodin®)

• For patients already taking opioids, increase total daily dose by 25% to 50%
• PRN opioid use may be acceptable for intermittent dyspnea

Other medications to consider for dyspnea:
• Benzodiazepines for anxiety (lorazepam PO/SL/IV 0.5-1 mg q 4 h)
• Bronchodilators for wheezing
• Chlorpromazine 10-25 mg IM or IV q 4-6 h (may work synergistically with morphine)*
• Steroids, diuretics, anticoagulation, erythropoietin in appropriate settings

Other medications to consider for pain:
• For opioid-naïve frail elderly patient: tramadol (Ultram®) 25 mg (1/2 of a 50 mg tablet)
• For opioid-naïve adult patient; tramadol 50 mg 

IM: intramuscular; IV: intravenous; PO: by mouth; PRN: as needed; SL: sublingual.
*Chlorpromazine can also be given orally or rectally

Noisy Breathing 
Twenty-five percent to 50% of dying patients experience “death rattle”; nearly 65% will

die within 48 hours of the emergence of this sign.2 The presumed pathophysiology of this
inspiratory and expiratory noise emanating from the upper airway near the end of life is the
inability of the weakened, lethargic, dying patient to expectorate accumulated oropharyn-
geal and tracheobronchial secretions.4 The potential magnitude of the problem is highlight-
ed by the fact that normal adults produce 1.5 liters of saliva and 2 liters of oropharyngeal
and tracheobronchial mucus daily.6 This volume may be higher if a patient has an inflam-
matory pulmonary condition or lower if a person is moderately dehydrated.  

In the absence of visible, copious secretions in the oropharynx, suctioning is not only
ineffective for death rattle but it may increase patient discomfort and worsen death rattle by
increasing edema of the oropharynx. 

Nonpharmacologic interventions for death rattle include using music to mask the noisy
breathing, positioning the patient on his or her side, and limiting or stopping parenteral flu-
ids. It is essential to educate caregivers and family members that death rattle usually does
not cause discomfort for the patient, who is usually in a semiconscious or comatose state. 

Antimuscarinic medications (Table 4.4) reduce noisy breathing by reducing the produc-
tion of secretions and relaxing tracheobronchial muscles. These medications do not affect
existing secretions and so should be used early in the treatment of death rattle, rather than
in the last minutes of life. They may be less effective in patients with pulmonary malignan-
cies, pneumonia, or pulmonary edema. However, for most patients, these agents will reduce
the noise of breathing. Subcutaneous or intravenous administration shortens the onset of
action but does not necessarily improve efficacy compared with sublingual administration.
A potential advantage of glycopyrrolate is that it does not cross the blood-brain barrier and
is therefore less likely to contribute to delirium.
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TABLE 4.4. MEDICATIONS TO TREAT DEATH RATTLE

CSCI- continuous subcutaneous infusion ; IM: intramuscular; IV: intravenous; PO : by mouth; SC: subcutaneous;
SL: sublingual

Sources: Adapted from Elman et al, 2005;6 Plonk and Arnold, 2005;2 Wildiers and Menten,
2002.4

Pain
The assessment and treatment of pain in frail elderly patients living in long-term care settings

is challenging. The following general principles of pain management are worth reiterating.
• Specify the goals of treatment (e.g., “Pain relief goal is 50% reduction from baseline”

or “Reduce pain to less than 3 on scale of 10”).
• Explicitly include orders for nonpharmacologic pain interventions in the plan of care.
• Administer pain medications orally or sublingually whenever possible. Oral adminis-

tration simplifies nursing efforts, minimizes patient burden, and decreases the likeli-
hood of serious adverse effects of opioids. 

• Generally, for chronic or continuous pain, use medication around the clock, not as
needed. 

• Have a precise system to monitor the effects of chronic pain medications, adjusting
the frequency of monitoring as appropriate (Appendix 4.7).

• Prescribe acetaminophen initially, limiting the total daily dose to 3 g.
• Avoid long-term use of nonsteroidal anti-inflammatory drugs because of their poten-

tial adverse effects on gastric mucosa and renal and cardiac function.
• Use adjuvant medications (e.g., anticonvulsants, antidepressants) when appropriate.
• Initiate a bowel regimen to prevent opioid-related constipation (Appendix 4.8).
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Using Opioids to Treat End-of-Life Pain
When initiating opioid therapy for pain, choose a conservative dose of an immediate-

release opioid (e.g., morphine, oxycodone). Elderly patients should usually receive lower
doses of opioids than younger persons because they are more susceptible to adverse med-
ication effects and have age-related changes in renal function and volume of distribution.
Short dosing intervals or increasing doses may be required to obtain prompt relief of severe
pain or dyspnea. 

Certain opioids should be avoided in elderly patients. For example, generally,
propoxyphene should not be prescribed to elderly patients because of its low therapeutic
efficacy and its potential for adverse effects such as confusion and falls. Similarly, meperi-
dine is rarely appropriate because accumulation of toxic metabolites can cause confusion
and seizures.

Use methadone cautiously. Although this agent has some unique advantages in terms of
its cost and adverse effect profile, its use is complicated by a very long half-life. Rapid dose
escalation to achieve relief of acute pain results in a gradual accumulation of medication
and can increase the risk of potentially lethal adverse effects. These characteristics make
methadone a suboptimal agent for relief of acute pain. Practitioners with limited experience
using methadone are advised to consult a practitioner with broad and varied experience in
the use of this agent before prescribing it, especially when considering prescribing it to a
frail elderly patient with multiple comorbid conditions.

Opioid Monitoring in Frail Elderly Patients
When initiating opioid therapy or increasing the total daily dose of opioid prescribed to

a frail elderly patient, it is important to monitor the patient to document the effectiveness
of symptom relief and to detect adverse medication effects. At a minimum, monitor every 4
hours (when the patient’s scheduled dose of immediate-acting opioid is administered) for at
least 48 hours. Then, if pain is controlled and the patient does not exhibit excessive drowsi-
ness or signs of respiratory depression, it may be reasonable to decrease the monitoring
interval to every 8 to 12 hours.

The practitioner should create an explicit plan, tailored to each patient’s situation, that
tells nurses what to monitor and how to respond to adverse effects such as confusion or
signs of respiratory depression. The content of the monitoring plan will vary depending on
the stage of the patient’s illness, the goals of treatment, and the experience and concerns of
the nursing staff.  

For example, if a patient has severe dyspnea in the last hours of life, the goal of relieving
this symptom will likely override concerns about sedation, decreased respiration, or hypox-
ia. In this situation, orders to specifically forego pulse oximetry or monitoring of respirato-
ry rate would be appropriate. In addition, the practitioner might instruct the nursing staff to
continue to administer opioids at the doses needed to control dyspnea despite the presence
of sedation or very low respiratory rates.  

When a patient is not close to death but has pain or dyspnea caused by an exacerbation
of a chronic condition, it is important to optimize safety and minimize the adverse effects
of opioids. For example, after hip surgery, a patient with severe pain could benefit from
titration of opioids to relieve pain and allow restful sleep and participation in physical ther-
apy while minimizing confusion, lethargy, and respiratory depression. For this patient,
appropriate monitoring parameters might include respiratory rate, oxygenation (using pulse
oximetry), the ability to be aroused if drowsy, and the ability to eat and drink as usual.
These parameters should be assessed before the administration of each dose for 2 to 3 days.
The practitioner should ask to be notified if the onset of sedation or respiratory depression
is detected and should adjust the opioid dosage accordingly. Table 4.5 is an example of
orders specifying parameters for withholding medication and notifying the practitioner.
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TABLE 4.5. EXAMPLE OF ORDERS TO WITHHOLD OPIOID DOSE AND NOTIFY
PRACTITIONER

Hold opioid dose and notify practitioner if: 
• Respiratory rate < 10/minute, 
• Pulse oximetry < 92% on room air,
• Patient shows acute sedation (i.e., is unable to be aroused from a sleepy state),
• Patient shows increase in confusion,
• Patient not eating.

In the last hours of life, monitoring of all of the above parameters may not be appropriate.

Around-the-Clock Dosing
Once acute pain or dyspnea has been controlled, the care team can monitor the effective-

ness of symptom control and adverse medication effects by using a flow sheet or graph such
as the one in Appendix 4.6.

When the symptom is controlled with a stable daily dose of medication, it is appropriate
to prescribe a scheduled dose of opioid that may be either a short-acting medication given
every 4 hours or a long-acting agent given every 12 hours. When dosing every 4 hours, it
may be helpful to specify dose times and to double the dose at bedtime so that the patient
may sleep for 8 hours without interruption (e.g., “Morphine 4 mg PO or SL at 0600, 1000,
1400, 1800. Morphine 8 mg PO or SL at 2200”). 

It is important to prescribe an as-needed dose of opioids for breakthrough pain.
Breakthrough opioid doses are usually given every hour as needed. If incident pain can be
anticipated because it is associated with a recurring activity, such as therapy, dressing
changes, or other care activities, it may be appropriate to prescribe a breakthrough dose 1
hour before the activity. A reasonable dose for breakthrough or incident pain is 15% of the
total daily dose or an amount equal to the q4h dose. 

It is good practice to write an order for practitioner notification if the patient needs more
than 2 doses of breakthrough medication in a 12-hour period or more than 3 doses in a 24-
hour period. A need for frequent doses of breakthrough pain medication suggests that the
scheduled dose is too low and may need to be increased. In general, if the patient describes
mild to moderate pain and requires 2 or 3 as-needed doses, the total daily dose can be
increased by 25%. For moderate to severe pain, increase the total daily dose by 50%. 

Delirium, Restlessness, and Agitation 
Delirium is a general disturbance in brain function. Near the end of life, delirium may

present with confusion and inability to focus attention or may produce extreme agitation,
fear, hallucinations, restlessness, and violent behavior. Delirium can develop either quick-
ly or insidiously. This symptom can be very distressing not only for the patient but also for
family members and facility staff. However, some delusions and hallucinations are not dis-
turbing to the patient and do not need treatment. A decision not to treat delirium must be
explained to the family.7 

Common causes of delirium include decompensated medical conditions (e.g., cardiopul-
monary disease), infection, medications, sensory deprivation or over-stimulation, and unre-
lieved pain. In general, it is best to treat the root cause of delirium rather than to simply pre-
scribe medication to control its symptoms. In end-of-life care, however, before reflexively
ordering a battery of tests, it is important to consider the current stage of the patient’s ill-
ness, the patient’s goals of care and advance directives, and the balance of benefits and bur-
dens associated with an extensive evaluation.

Most medications can be held or given at a reduced dose for at least 24 hours to deter-
mine whether they are contributing to delirium. Medications deemed absolutely essential
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for vital organ function or directly beneficial for symptom control might be exceptions to
this rule. Environmental changes (e.g., changes in lighting or sensory stimulation) and emo-
tional support (e.g., reassuring presence, reminiscence) can help to reduce the severity of
delirium. 

Most authorities recommend haloperidol as the first-line medication for delirium.
Relatively small doses (0.5 to 1 mg SL, PO, IM, or IV) given every hour as needed are often
adequate for elderly patients. Benzodiazepines are not first-line agents because they may
worsen confusion and agitation. 

Fever 
Fever can be caused by infection, inflammation, malignancy, or advanced dehydration.

Fever may or may not cause suffering for the patient. Evaluation and treatment of fever thus
depends on the stage of illness, goals of treatment, and the patient’s wishes. It is helpful to
discuss in advance with patients, families, and facility staff the pros and cons of treating
end-of-life infection and fever. Acetaminophen generally provides effective relief of fever. 

Myoclonus
Myoclonus is a movement disorder characterized by sudden, brief, involuntary muscle

contractions. Myoclonus may be triggered by stimuli or movement but may also occur at
rest. Unlike all other movement disorders, it does not necessarily disappear with sleep.
When pronounced, family members and caregiving staff may misidentify myoclonus as
seizure activity.

Many conditions common near the end of life can cause myoclonus, including hypercar-
bia, hyponatremia, hypoxia, and renal or hepatic failure. Myoclonus may occur in chronic
nervous-system diseases (e.g. Parkinson’s, Huntington’s), in degenerative dementias such as
Alzheimer’s disease, or with cerebral ischemia or hemorrhage. Numerous common medica-
tions are associated with myoclonus (Table 4.6). 

Initial treatment of myoclonus includes treating the underlying condition or stopping an
offending medication, if possible. Benzodiazepines, especially clonazepam, can effectively
relieve myoclonus. Other medications used for myoclonus include valproic acid and
dantrolene.  

TABLE 4.6. COMMON MEDICATIONS ASSOCIATED WITH MYOCLONUS

• Antidepressants (selective serotonin reuptake inhibitors and tricyclics)
• Antipsychotics 
• Buspirone
• Calcium channel blockers
• Cephalosporins 
• Dopamine agonists
• Levodopa
• Metoclopramide
• Opioids 
• Penicillins
• Quinolones

Dry Mouth 
Patients who are near the end of life often have dry lips and oral mucous membranes

because of decreased oral intake and increased mouth breathing. This can lead to discom-
fort as well as to an unsightly appearance. Many interventions can help to relieve these
symptoms and provide an opportunity for family members to participate in direct care. 

A comprehensive palliative care plan should link regular assessment of the mouth and
lips to scheduled nursing interventions such as turning, symptom assessment, and medica-
tion administration. Generally, use whatever is effective (e.g., frequent sips of small
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amounts of liquid, popsicles, hard candy, artificial saliva) to relieve dry mouth. Avoid
mouthwashes that contain alcohol and glycerin swabs because they cause further drying of
the mouth. Consider eliminating anticholinergic medications. If a patient is unconscious,
swab the mouth with plain water and apply a small amount of a water- or petroleum-based
jelly to the front teeth and lips. (Do not use petroleum jelly in the presence of oxygen equip-
ment because of the risk of combustion.) 

Nausea and Vomiting
Many agents can be used to treat nausea. Promethazine  is commonly used but may not

always be appropriate in end-of-life care. Promethazine has potent anticholinergic effects
and is useful for gastroenteritis and vertigo but not for opioid-related nausea. If nausea is
caused by rising levels of opioids, an agent with potent anti-dopaminergic properties—e.g.,
prochlorperazine, 5 to 10 mg PO, IM, or IV every 3 to 4 hours—is preferred. Haloperidol is
also an effective antidopaminergic antiemetic. If gastroparesis is suspected to be the cause
of nausea, metoclopramide, 5 to 10 mg PO, IM, or IV every 6 to 8 hours, can be effective. 

Nonhealing Chronic Wounds
Nonhealing wounds are common among patients who have advanced chronic illnesses,

incontinence, limited mobility, and poor and deteriorating nutrition. It may be helpful to
communicate to families that the skin is the largest organ system of the body and that
patients with advanced illness can have “skin failure” just as they can have heart or kidney
failure. This may help to mediate the unrealistic expectation that all skin ulcers can be pre-
vented and the misconception that skin ulcers are always caused by inadequate nursing care.

Healing is unlikely when ulcers occur in the final stages of life, but it is possible to relieve
pain, control odor, contain exudates, and treat infection. Wound odor is usually caused by
necrotic tissue or bacteria. The use of mechanical or enzymatic debridement may decrease
the amount of necrotic tissue. Topical antibiotics (e.g., metronidazole gel) may decrease the
bacterial load, thus reducing odor. Oral antibiotics may be appropriate to treat cellulitis or
osteomyelitis. 
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APPENDIX 4.1. AGGRESSIVE COMFORT MNEMONIC

Source: Adapted from Primer of Palliative Care, Porter Storey MD and Geri Pearls at geri-
atrics.unmc.edu, Ed Vandenberg, MD, CMD 

ANOREXIA (mnemonic for correctable causes)
Aches 
Nausea 
Oral candidiasis
Reactive depression 
Evacuation problems
Xerostomia 

• Reduce anticholinergic medications, consider artificial saliva
Iatrogenic (radiation or chemotherapy)
Acid (gastritis or peptic ulcer disease)

• Offer foods or fluids as tolerated 
• Consider appetite stimulants (e.g., dexamethasone, dronabinol, megestrol, mirtazapine,

trazodone)
AGITATION (terminal delirium)

• Fix the correctable causes
• Haloperidol 0.5 mg – 2 mg PO/IM/IV/SC Q 30 min PRN
• Lorazepam 0.5 mg PO/SL/SC Q 30 min PRN (may cause paradoxical agitation)

GASTROINTESTINAL
CONSTIPATION (give stimulants preventively when prescribing opioids)

• Docusate sodium 100-250 mg daily to twice daily
• Senna 1-6 tabs daily

NAUSEA
• Prochlorperazine 5-10 mg PO/IM/IV Q 3-4 H 
• Metoclopramide 5-10 mg PO/IM/IV Q 6-8 H 
• Haloperidol 0.5-2 mg PO/IM/IV Q 30 min 
• Scopolamine transdermal patch 1.5 mg Q 72 H 
• Ondansetron 4 to 8 mg PO Q 12 h 

GENITOURINARY
BLADDER

• Discuss incontinence management (catheter?)
• If spasms, consider oxybutynin  

RESPIRATORY (dyspnea, air hunger)
B-R-E-A-T-H A-I-R (for modifiable causes of dyspnea)

Bronchospasm
Rales
Effusions
Airway obstruction
Thick secretions
Hemoglobin low
Anxiety
Interpersonal issues
Religious concerns

Dyspnea treatment of choice: Immediate release opioids, same doses as for acute pain
EMOTIONAL SUPPORT
SPIRITUAL SUPPORT
SECRETIONS (death rattle, noisy breathing)

• Glycopyrrolate: 1 mg PO 1-4 times daily (max 8 mg/d);  0.1-0.4 mg SC/IM/IV initially, repeat
as needed 

• Scopolamine transdermal 1.5 mg Q 72 H
INFLAMMATION (fever)

• Acetaminophen or aspirin scheduled dose (preferred) or PRN
VOLUME (review with family, dehydration has no pain)
EMPATHY (secure your own emotional support)

IM: intramuscular; IV: intravenous; PO: by mouth; PRN: as needed; SC: subcutaneous; SL: sublingual.
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APPENDIX 4.2. DOCTOR’S ORDER SHEET — PALLIATIVE CARE FOR ADVANCED
DISEASE (BETH ISRAEL HEALTH CARE SYSTEM) 

Source: Bookbinder MB, Blank AE, Arney E, et al. Improving end-of-life care:
Development and pilot test of a clinical pathway. J Pain Symptom Manage 2005;
29(6):529-543. Reprinted with permission.
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APPENDIX 4.2. DOCTOR’S ORDER SHEET — PALLIATIVE CARE FOR ADVANCED
DISEASE (BETH ISRAEL HEALTH CARE SYSTEM)  (CONTINUED)
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APPENDIX 4.3. CAREPATH: PALLIATIVE CARE FOR ADVANCED DISEASE—DAILY
PATIENT CARE FLOW SHEET (BETH ISRAEL HEALTH CARE SYSTEM)
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APPENDIX 4.3. CAREPATH: PALLIATIVE CARE FOR ADVANCED DISEASE—DAILY
PATIENT CARE FLOW SHEET (BETH ISRAEL HEALTH CARE SYSTEM) (CONTINUED)

Source: Bookbinder MB, Blank AE, Arney E, et al. Improving end-of-life care:
Development and pilot test of a clinical pathway. J Pain Symptom Manage 2005;
29(6):529-543. Reprinted with permission.
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APPENDIX 4.4. CARE PATH: PALLIATIVE CARE FOR ADVANCED DISEASE (BETH
ISRAEL HEALTH CARE SYSTEM) 

Source: Bookbinder MB, Blank AE, Arney E, et al. Improving end-of-life care:
Development and pilot test of a clinical pathway. J Pain Symptom Manage 2005;
29(6):529-543. Reprinted with permission.
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APPENDIX 4.4. CARE PATH: PALLIATIVE CARE FOR ADVANCED DISEASE (BETH
ISRAEL HEALTH CARE SYSTEM) (CONTINUED)
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APPENDIX 4.5. TITRATION OPTIONS FOR OPIOIDS TO TREAT ACUTE, SEVERE PAIN

• Severe pain is pain .7 on a scale of 0 to 10, described as severe or excruciating by the
patient or judged debilitating or severe on the basis of nursing observation.

• Rapid titration of opioids is intended to achieve control of acute severe pain.
• Titration to relieve severe pain should follow one of the evidence-based methods

below.
• Oral titration is preferred in frail elderly patients in long-term care facilities.
• Subcutaneous or intravenous opioid titration should be reserved for extreme situa-

tions. These titration options require intensive monitoring that may not always be
available in long-term care facilities.

• Titration regimens should adhere to the Guide to Safe Titration of Opioids (below).

Guide to Safe Titration of Opioids
• Use frequent doses of immediate-acting opioids. Titrate to obtain a well-defined level

of pain relief (e.g., pain reduced by 50%, pain level of <3 on a scale of 0 to 10).
• Opioids administered orally are less likely to cause acute sedation than those given

SC, IM, or IV.
• Hold titration dose if acute sedation occurs.

• Acute sedation is defined as the inability to be aroused from sleepy state.
• Acute sedation precedes respiratory suppression.

• Hold titration dose if respiratory rate ,8/minute.

Oral Opioid Titration - Option 1 

• Immediate-release morphine (2-5 mg) or equivalent, PO or SL every 30 minutes until
pain relief is observed or reported. (This dose is recommended for frail opioid-naïve
patients. A higher dose may be appropriate for less-frail individuals.) 

• Assess pain relief, level of consciousness, respiratory rate, and pulse oximetry every
30 minutes.
— Hold titration dose if acute sedation occurs.
— Hold titration dose if respiratory rate ,8/minute.

• Calculate the total amount of PO morphine used during titration to relieve pain. Give
25% of this total amount as the scheduled q4h dose. 

• Note that such conversions are estimates. Follow the patient closely for 24 to 48
hours to assess for signs and symptoms of an excessive dose, or conversely, the need
for PRN doses if the estimated dose does not control pain adequately. 

Oral Opioid Titration - Option 2

• Immediate-release morphine (2-5 mg) or equivalent, PO or SL. (This dose is recom-
mended for frail, opioid-naïve patients. A higher dose may be appropriate for less
frail individuals.) 

• Assess pain, respiratory rate, and sedation after 1 hour.
— If pain is still severe (.7), double the dose (to 4-10 mg).
— If pain level is moderate (4-6), repeat the first dose. 
— If pain level is mild (0-3), give the most recent dose q4h around the clock.

• If no decrease in pain severity after 2-3 hours, consider SC loading or titration. 
• Calculate the total amount of PO morphine used during titration to relieve pain. Give

25% of this total amount as the scheduled q4h dose. 
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• Note that such conversions are estimates. Follow the patient closely for 24 to 48
hours to assess for signs and symptoms of an excessive dose, or conversely, the need
for PRN doses if the estimated dose does not control pain adequately. 

Subcutaneous Opioid Titration  

• Morphine (1-2 mg) SC every 5 minutes until pain relief is observed or reported.
• Assess pain relief, level of consciousness, respiratory rate, and pulse oximetry every

5 minutes during titration.
— Hold titration dose if acute sedation occurs. 
— Hold titration dose if respiratory rate < 8/minute.

• Once pain is controlled, calculate a PO dose.
— Calculate the total amount of SC morphine used during titration to relieve pain and

multiply by 0.75 to determine scheduled q4h PO morphine dose. (This is equivalent
to determining the q4h SC dose by dividing the total SC titration amount by 4 and
converting that SC dose to PO by multiplying by 3.) 

• Note that such conversions are estimates. Follow the patient closely for 24 to 48
hours to assess for signs and symptoms of an excessive dose, or conversely, the need
for PRN doses if the estimated dose does not control pain adequately. 

IM: intramuscular; IV: intravenous; PO: by mouth; PRN: as needed; SC: subcutaneous; SL:
sublingual.

Sources: William D Smucker, MD, CMD, Altenheim Nursing Home, Strongsville, Ohio. 

Adapted from Walsh D, Rivera BI, Davis MP, et al. Strategies for pain management:
Cleveland Clinic Foundation guidelines for opioid dosing for cancer pain. Supportive
Cancer Therapy 2004: 1: 157-164.
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APPENDIX 4.6. USING THE SYMPTOM ASSESSMENT GRAPH 

Procedure for Assessing and Graphing Symptoms 
Assessment and treatment of pain and other distressing symptoms (e.g., shortness of
breath, nausea, agitation) should be integrated into the patient’s plan of care. It is helpful
to think of pain and other distressing symptoms as “vital signs” that should be regularly
monitored to allow proper treatment. The goal of assessing and treating distressing symp-
toms is to achieve symptom control without unwanted medication side effects. 

Indications for Symptom Assessment
Complete a symptom assessment using the Initial Pain Assessment tool:

• Upon admission, 
• When residents or caregivers report pain or distressing symptoms, or 
• If a resident shows a persistent decline in function.

If a resident reports pain or other distressing symptoms, complete a Symptom Assessment
Graph. 

Completing the Symptom Assessment Graph
This graph has four sections: 

1. Distressing symptoms: 
Use the first set of large boxes on the left-hand side of the graph to list the patient’s
symptoms (e.g., pain, dyspnea, agitation, anxiety, nausea).

2. Adverse effects of medications:
Beneath the symptom section, list common side effects of narcotics or anti-anxiety
agents (e.g., lethargy, confusion, constipation).

3. Routine medications:
List all routine symptom medications. Include agent, dose, route, frequency, and dura-
tion. When applicable, discontinue routine symptom medication as per facility policy.

4. Breakthrough medication:
Use this section to record the medication ordered. Record the dose given in the small
boxes. 

Symptom Rating Scale
Symptom rating involves assigning a numerical score to the severity of the symptom.
Symptoms are scored on a scale from 0 (absence of symptom) to 10 (worst imaginable
severity of symptom). Record this numerical score on the Symptom Assessment Graph.
Because function is so important, monitor pain and other symptoms with ADLs, care, and
treatments.

Assigning a numerical value to symptoms by using verbal report or observation
Determine the best way to rate the patient’s distressing symptoms. Those with adequate
verbal and cognitive skills can use either a 0 to 10 rating system or a visual aid (like
frowning or smiling faces). For patients who are unable to cooperate with visual or verbal
scales, rate symptom severity on the basis of nursing observation by using the Non-
Communicative Tool (Nurse) located on the Initial Pain Assessment Sheet. Record the
symptom score on the Symptom Assessment Graph.
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Assigning a numerical value to side effects
Side effects such as worsening of confusion, lethargy, and constipation should also be

rated on a scale of 0 to 10 (absent to severe) on the basis of nursing observation. The side
effect score is recorded on the Assessment Graph.

Frequency of Symptom Monitoring
The frequency of symptom monitoring is based on the nurse’s assessment of the patient’s

condition. When the patient’s symptoms are controlled without adverse effects and the
medication regimen is stabilized, the nurse may lengthen the symptom monitoring interval
in a stepwise manner. The medication interval and dose are considered stabilized when the
symptom remains controlled and breakthrough medication is needed no more than once per
monitoring interval. 

For example, if a new patient is admitted with uncontrolled pain after a hip fracture,
monitor the patient for hip pain hourly until pain is absent or minimal (0-2 on a scale of 10),
then monitor the patient every 3 hours.

Shorten the monitoring interval if the patient’s pain is >2 on a scale of 10 or the patient
exceeds the amount of breakthrough medication listed below. 

Monitoring intervals
1. Hourly monitoring

• When symptoms are severe (>7 on a scale of 0 to 10)
• When starting a new symptom control medication or nonpharmacologic intervention.

2. Every 3 hours
• When symptoms have been controlled (< 2 on a scale of 0 to 10) for at least three 1-

hour monitoring periods, with no breakthrough medication needed.
3. Every shift

• When symptoms monitored every 3 hours have been controlled for 24 hours, with no
more than one dose of breakthrough medication in that time.

4. Weekly
• When symptoms have been controlled for 3 days with no more than one dose of

breakthrough medication per 24-hour period.

Notification of practitioner
Notify practitioner urgently (ASAP) if:

• Pain remains >5 on a scale of 0 to 10 after three doses of medication per symptom-
control protocol, or

• Patient shows increasing confusion or lethargy that affects ADLs or creates a safety
risk to patient or staff.

Notify practitioner at next check-in with the nursing supervisor if breakthrough pain
occurs more than once daily. 
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PAIN SYMPTOM ASSESSMENT GRAPH.

ADLs: activities of daily living.

Source: William D. Smucker, MD, CMD, Altenheim Nursing Home, Strongsville, Ohio.
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APPENDIX 4.7. OPIOID INITIATION AND TITRATION WORKSHEET 

ADLs: activities of daily living.

Source: William D Smucker, MD, CMD, Altenheim Nursing Home, Strongsville, Ohio.
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APPENDIX 4.8. REGIMEN TO PREVENT OR TREAT OPIOID-RELATED CONSTIPATION 

Step 1:  Docusate 100 mg, 1 capsule twice daily
Step 2: Senna or bisacodyl, 1 tablet daily
Step 3: Senna or bisacodyl, 1 tablet twice daily 
Step 4: Senna or bisacodyl, 2 tablets twice daily 
Step 5: Senna or bisacodyl, 3 tablets twice daily
Step 6: Senna or bisacodyl, 4 tablets twice daily + sorbitol 15 cc, twice daily
Step 7: Senna, 4 tablets twice daily + sorbitol 30 cc, twice daily 
Step 8: Senna, 4 tablets twice daily + sorbitol 30 cc, 3-4 times daily

If no bowel movement in 2 days despite preventive treatment, consider:
• Sodium phosphate 30 cc PO, repeated in 2 hours if needed, 
• Mineral oil or enema, or 
• Digital disimpaction. 

After bowel movement, intensify preventive regimen at least one step higher than previ-
ous regimen.

PO: by mouth.

Source: Adapted from Storey P, Knight CS. UNIPAC-3. Assessment and treatment of pain
in the terminally ill. 2nd ed. In: Hospice/Palliative Care Training for Physicians. American
Academy of Hospice and Palliative Medicine. 2003. New York: Mary Ann Liebert, Inc.



53

SECTION 5: ETHICAL AND LEGAL CONCERNS

“While there is much legal and ethical consensus about care of the dying, some con-
fusion and gray areas remain. Some legal barriers are more mythical than real, but
many times there is a grain (or more) of truth in the myth, which is probably the rea-
son that physicians may overestimate the legal risks of some practices.”1

Those involved in end-of-life care share some of life’s most intimate, misunderstood, and
feared experiences. Near the end of life, not only patients but also those who care for them,
those who provide emotional and spiritual support, and those who are involved in decision
making face challenges that can lead to discord and dysfunction. 

Decision making about appropriate types of treatment for patients receiving palliative
and end-of-life care may result in conflicts arising from differing personal values, spiritual
beliefs, or understanding of relevant medical and legal issues. Most often, these challenges
or conflicts arise from miscommunication or misunderstanding rather than from complex
legal or ethical dilemmas and they can often be resolved through respectful listening and
education without resorting to confrontational legal or administrative interventions. 

The AMDA white paper Surrogate Decision-Making and Advance Care Planning in Long-
Term Care2 is an excellent resource for information relevant to end-of-life care in the long-
term care facility. This paper addresses many legal and ethical issues relevant to palliative
and end-of-life care, including competence, decision-making capacity, methods for deter-
mining a decision maker when one has not been appointed, a framework for surrogate deci-
sion making, and cardiopulmonary resuscitation and artificial nutrition and hydration for
long-term care residents. 

This section offers suggestions and resources for approaching the determination of deci-
sion-making capacity and the choosing of an appropriate decision maker, responding to com-
mon myths and misconceptions about end-of-life care, identifying and resolving conflicts
about treatment decisions, and keeping records of decisions.

Decision-Making Capacity 
A potentially contentious issue is whether the long-term care patient with mild to mod-

erate dementia or delirium is ”competent” to make an informed decision about complex
health issues. The more relevant question is whether the patient has sufficient functional
decision-making capacity. 

Decision-making capacity is not synonymous with competence. “A person is legally
either competent or incompetent, with no gray areas in between. An adult is assumed to be
competent unless he or she is determined by a court to lack the ability to make the decisions
required for living safely, at which time the court deems that person incompetent.”2 All
competent adults retain their legal status as competent until that status is revoked by a
court, most often as part of the process of appointing a guardian. 

All adults are presumed competent and retain their legal status as such unless this status is
revoked in a court of law. Nevertheless, the practitioner can and should determine a person’s
decision-making capacity. Decision-making capacity is best thought of as a cognitive function
with a spectrum that ranges from minimal to robust and that may fluctuate with illness and
vary according to the type of decision concerned (e.g., financial, medical, personal). 

Key steps in addressing legal and ethical issues related to decision making include the
following:3

1. Identify existing advance care instructions (living will, advance directive, durable
power of attorney for health care).

5
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2. Assess the individual’s decision-making capacity. Table 5.1 lists the core elements of
an assessment of medical decision-making capacity. 

3. Assess the individual for reversible conditions such as delirium or depression that
may adversely affect decision-making capacity. Table 5.2 suggests questions that may
help to ascertain decision-making capacity. 

4. Identify an alternative decision maker if the patient lacks decision-making capacity
(Table 5.3).

5. Present treatment options and probable outcomes to the decision maker.
6. Clarify the treatment choices.
7. Implement the care plan according to the decision maker’s choices. 
8. Resolve conflicts and problems through a deliberative process (e.g., family/team

meeting, consultation with a qualified practitioner, ethics committee referral).
Table 5.4 suggests data-gathering questions for the practitioner to ask during the interview

with the patient and family. Once the practitioner has interviewed the patient, it is advis-
able to document the patient’s capacity to:3

• Understand the nature, extent, or probable consequences of the proposed treatment
or course of treatment, or alternatives to the treatment;

• Make a rational evaluation of the burdens, risks, and benefits of treatment; and
• Effectively communicate a decision.
The practitioner should then document the patient’s capacity to make the specific deci-

sion being made at the time.
Conflict Resolution
When patients, families, and care teams address decisions to limit treatment, conflicts

may arise because of miscommunication or misconceptions about perceived legal and eth-
ical barriers to limiting treatment. Once misconceptions are identified and understood, it
may be possible to resolve concerns by offering relevant information (Tables 5.5, 5.6). 

The process of deciding whether to limit or discontinue treatments can produce conflicts
because of misunderstandings about the diagnosis, the prognosis, or the risks and benefits
of receiving or refusing a particular treatment. Several types of conflict can arise in the
course of caring for seriously ill patients (Table 5.7). The wise practitioner is aware of and
avoids common pitfalls that can frustrate the resolution of these difficult issues (Table 5.8). 

Using a stepwise approach, the practitioner can analyze the conflict and create a plan to
resolve it (Table 5.9). Open-ended, nonjudgmental questioning aimed at achieving under-
standing can facilitate the ensuing discussion (Table 5.10). 

When practitioners and families are unsure about whether to choose or forego a therapy,
it may be appropriate to negotiate a time-limited treatment trial. This process implies that
if the treatment does not reach the stated goals within a prospectively agreed-upon period
of time, then the treatment will be discontinued. (Table 5.11).

Advance Care Directives 
Once care decisions have been made, they must be recorded and the patient’s wishes com-

municated to members of the care team. In addition to formal advance directives and living
wills, it may be appropriate to document the types of decisions relevant to long-term care res-
idents (e.g., hospital transfer for intensive care, use of cardiopulmonary resuscitation, use of
a feeding tube). Appendix 5.1 is a worksheet and documentation tool that the practitioner or
social worker can use to begin the discussion about advance care planning and documenta-
tion. Appendix 5.2 suggests talking points to facilitate the discussion of treatment goals and
choices. Appendix 5.3 is a worksheet that the practitioner can use to guide the advance care
planning discussion and to document the process and decisions reached. 

The use of advance directives is governed by state law. Information specific to each state’s
advance-directive documents and regulations is available on the Caring Connections Web
site (http://www.caringinfo.org/i4a/pages/Index.cfm?pageid=3425).
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The Physician Orders for Life-Sustaining Treatment (POLST) form is an increasingly pop-
ular method for recording relevant treatment choices. This form facilitates the documenta-
tion of choices such as whether to transfer the patient to the hospital for full intensive treat-
ment, limit the use of antibiotics to certain circumstances, use tube feeding, or attempt car-
diopulmonary resuscitation. However, the POLST form is not accepted in all states. State-
specific information about POLST, sample forms, and other resources are available at
http://www.ohsu.edu/polst/edmat.shtml.

The present health care directive (Appendix 5.4) can serve as a guide for practitioners and
caregivers as to the patient’s current wishes (i.e., in his or her present state of health) con-
cerning medical treatments. This document does not replace the advance health care direc-
tive (Appendix 5.5), which applies to future situations in which the patient may be unable
to express his or her wishes. Both of these documents direct providers toward care that pro-
motes the patient’s own values and care goals. These documents may be updated at any
time.

Advance directives are subject to state laws and regulations. Protocols that emulate statu-
tory language may be less difficult to implement and more useful when a conflict arises. For
this reason, care teams need to be aware of language or requirements specific to their state.
In addition to resuscitation status and other state-directed components, documentation of
the patient’s wishes with regard to hospitalization or emergency department transfer pro-
vides valuable guidance to staff should a patient’s condition suddenly worsen. State
advance directive documents and instructions are available on the Caring Connections Web
site (http://www.caringinfo.org/i4a/pages/Index.cfm?pageid=3425).

TABLE 5.1. A FRAMEWORK FOR ASSESSING CAPACITY TO MAKE MEDICAL
DECISIONS 

Can the person make and express personal preferences at all? 
Can the person give reasons for the alternatives selected? 
Are the supporting reasons rational in the sense that the person begins with a plausible idea and reasons
logically from that premise to a result? 
Can the person comprehend the personal implications, namely, the probable risks and benefits, of the vari-
ous choices presented and selected? 

Sources: Adapted from Kapp, 1994;4 Applebaum and Grisso, 1988.5
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TABLE 5.2. QUESTIONS THAT MAY HELP TO ASCERTAIN DECISION-MAKING
CAPACITY

Source: Adapted from Etchells et al, 1999.6
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TABLE 5.3. HIERARCHY OF MEDICAL DECISION MAKING FOR INCAPACITATED
PATIENTS

Advance directives specified by the patient before he or she became incapacitated prevail, even over the
contrary wishes of guardians and other surrogate decision makers.

The decisions of the guardian or of a surrogate designated in an advance directive prevail over all others
except in the presence of a written advance directive.

Decisions of surrogates, including guardians, should be guided by:

• Substituted judgment (if the incapacitated person’s wishes were known but not formalized in an advance
directive)

• Best interest of the patient, based on clinical evidence, prognosis, life expectancy, risk and benefit of pro-
posed treatments, comfort, and dignity

Family members and friends take precedence next, usually in the following order:

• Spouse
• Adult children
• Siblings
• Other family members
• Friend
• Health care providers, in the absence of other decision makers (not optimal)

Source: AMDA, 2003.2
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TABLE 5.4. DATA-GATHERING QUESTIONS FOR PHYSICIANS

Ask the Family:
What do you understand about what is going on?
Why have you decided to ______________?
What are you hoping we can accomplish/achieve?
What do you think ________________ would want us to accomplish for him/her?
What else would he/she want us to accomplish?
Which of these are the most important?
In what situations, if any, could you imagine ______________ not wanting to continue to live?
Are your questions getting answered? Do you have concerns about the care you/your loved one is getting?
Are there disagreements among family members?

Ask yourself:
What do I think are this patient’s chances of surviving to discharge/recovering function?
What have I told the patient/family are his/her chances of surviving to discharge/recovering function?
How sure am I about his/her prognosis? On what is it based?
What do I know about what this patient wants (or would have wanted)? How do I know? How sure am I?
Is this patient competent to make his/her own decisions? How do I know? How sure am I?
Could it be fluctuating or reversible incompetence?
Did I/we contribute to a bad outcome in any way (eg, missed diagnosis, delayed treatment)?
How do I feel about discussing this patient’s death with him/her (his/her family)?
Who is this patient’s “family doctor”? Clergy of choice? Primary nurse? Social worker?
What words or phrases have I (or others) used that might be contributing to the conflict (eg, “stopping
treatment,’’ “comfort measures only,’’ “hopeless,’’ “certain”)?
What aspect(s) of this patient’s life do I feel justify withholding or withdrawing life-sustaining treatment?
Does the family trust us? If not, why not?

Ask about social/organizational influences:
Are there financial pressures on the family?
Are there financial pressures on the hospital?
Are there financial pressures on the medical team?
Are families allowed to see what the patient’s day is like?
Are there any concerns about malpractice or legality?
Are there cultural or religious differences among the patient/family/physicians/hospital?

Source: Goold et al, 2000.7 Reprinted with permission.
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TABLE 5.5. CURRENT LEGAL MYTHS AND REALITIES

Source: Meisel et al, 2000.1 Reprinted with permission.

Myth
Foregoing life-sustaining treatment for patients with-
out decision-making capacity requires evidence that
this was patient’s actual wish

Withholding or withdrawing of artificial fluids and
nutrition from terminally ill or permanently uncon-
scious patients is illegal.

Risk management personnel must be consulted
before life-sustaining medical treatment may be termi-
nated.

Advance directives must comply with specific forms,
are not transferable between states, and govern all
future treatment decisions. Oral advance directives
are unenforceable.

If a physician prescribes or administers high doses of
medication to relieve pain or other discomfort in a ter-
minally ill patient, resulting in death, he/she will be
criminally prosecuted.

When a terminally ill patient’s suffering is overwhelm-
ing despite palliative care, and he/she requests a has-
tened death, there are no legally permissible options
to ease suffering.

The 1997 Supreme Court decisions outlawed physi-
cian-assisted suicide.

Reality
Such treatment may be forgone if the patient’s surro-
gate relates that this was the patient’s actual wish or,
in most states, if it was the patient’s probable wish.
Only a few states require “clear and convincing’’ evi-
dence of patient wishes. In a few states, it is even
permissible to terminate life support if the patient’s
wishes are not known, if termination of treatment is in
the patient’s “best interests.’’

Like any other medical treatment, fluids and nutrition
may be withheld or withdrawn if the patient refuses
them or, in the case of an incapacitated patient, if the
appropriate surrogate decision-making standard is
met.

There is no legal requirement that a risk manager be
consulted before making end-of-life decisions though
some hopsital policies may require it.

Advance directives, often the best indication of an
incapacitated patient’s wishes, may guide end-of-life
decision making even if all legal formalities are not
met. A living will or surrogate should not be consulted
if the patient retains decision-making capacity unless
expressly authorized by the patient. Oral statements
previously made by the patient can also be legally
valid advance directives.

If a patient inadvertently dies from the use of high
doses of medication intended to treat pain, the physi-
cian has not committed murder or assisted suicide.

Although physician-assisted suicide is illegal in most
states, terminal sedation is a legal option to treat oth-
erwise intractable symptoms in the imminently dying.

Physician-assisted suicide is currently legal in
Oregon. Other states are free to legalize or prohibit it.
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TABLE 5.6. STATUS OF PREVIOUSLY IDENTIFIED LEGAL MYTHS

Source: Meisel et al, 2000.1 Reprinted with permission.

Myth
There must be a law authorizing the termination of life
support.

Termination of life support is murder, assisted suicide,
or suicide.

A patient must be terminally ill for life support to be
stopped.

It is permissible to terminate extraordinary treatments,
but not ordinary ones.

It is permissible to withhold treatment, but once start-
ed, it must be continued.

Stopping artificial nutrition and hydration is legally dif-
ferent from stopping other treatments.

Termination of life support requires going to court.

Living wills are not legal

*See ‘Myth 2’ section for further explanation.

Current Status
Currently existing law supports the termination of life
support in all 50 states for both competent patients
and for those who have lost capacity if there is con-
sensus among those who care about the patient that
it would be the patient’s will or in his/her best inter-
ests.

Termination of life support is considered to be freeing
the patient from unwanted bodily invasion. Death is
legally considered to be a result of the patient’s
underlying disease. The law clearly distinguishes such
acts from suicide, assisted suicide, or euthanasia.

The law allows any patient to refuse any treatment
that he/she does not want, in the interest of protect-
ing bodily integrity, even if that treatment would be life
sustaining and the patient is not terminally ill.

The distinction between ordinary and extraordinary
treatments is not relevant as a matter of law or ethics.
The patient has the right to terminate any treatment,
potentially life sustaining or not.

Although many clinicians think and feel differently
about these types of actions, the law and medical
ethics treat the withholding and the cessation of life-
sustaining treatment the same.

In most states, artificial hydration and nutrition are
considered medical treatments like any other.*

The courts generally want clinicians to make these
decisions without going to court, provided there is a
consensus among those who care about the patient
about how to proceed.*

Living wills have legal support in all 50 states, either
through legislation or case law.*
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TABLE 5.7. COMMON EXAMPLES OF CONFLICT

Source: Back and Arnold, 2005.8 Reprinted with permission.

Son prefers life-sustaining treatment for patient

Husband is uncertain about patient’s wishes

Husband does not trust that clinician is acting in
patient’s best interests

Wife does not believe prognosis given by clinicians

Physician thinks life-sustaining treamtent would
increase patient suffering

Physician finds the husband is inconsistent when dis-
cussing patient’s wishes

Nurse thinks family is not acting in patient’s best
interests

Physician believes wife is in denial

COMMON EXAMPLES OF CONFLICT

Family vs Clinician

Clinician vs Clinician

Specialist physician wishes to continue interventions
targeted at disease

Physician wants to continue life-sustaining treatment
based on small chance of cure

Physician thinks that medical decisions are his/her
responsibility

Attending physician gives resident increasing respon-
sibility

Palliative physician wishes to focus on quality of life
and patient goals

Nurse wants to focus on quality of life based on large
chance of treatment failure

Nurse thinks his/her input is excluded from decision
making

Nurse thinks that resident decisions are inadequately
supervised.

Family vs Family

Daughter thinks she knows patient wishes best

Wife has come to accept her husband’s imminent
death

Son thinks medical options have not been exhausted

Daughter has just arrived from out of town, insists on
not giving up

Patient vs Clinician

Patient wants to try another chemotherapy regimen

Patient wants to live independently

Physician thinks that more chemotherapy is futile

Physician thinks patient’s debility requires assisted living
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TABLE 5.8. PITFALLS IN HANDLING CONFLICT: BEHAVIORS TO AVOID WHEN
DEALING WITH CONFLICT

Source: Back and Arnold, 2005.8 Reprinted with permission.

Pitfall
Avoiding or denying conflict

Assuming that you know the whole story

Repeatedly trying to convince the other party

Assuming you know the other party’s intentions

Holding the other party responsible for fixing the issue

Proceeding as if the issue can be settled rationally or
based on evidence

Declaring other party as ethically questionable

Using anger or sarcasm as coercive threat

Ignoring one’s own strong emotions

Proceeding in the heat of the moment

Consequences
Issue may percolate, become worse; in long term,
avoidance or denial creates perception of lack of
leadership

Misses opportunity to improve mutual understanding

Misses opportunity to understand true concerns and
annoys the other person, who may stop listening

Labeling other party’s character rather than focusing
on behavior leads you to view him/her as inflexible

Resolution more difficult unless both parties take
responsibility for finding reasonable outcome

Ignores emotions that have been triggered by conflict

Condescending and potentially insulting to other party

Creates resentment and undermines trust in relationship

Emotions tend to leak out and become obvious to
other party and may complicate negotiation

Strong emotions tend to narrow perspective and rein-
force existing conflict
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TABLE 5.9. A STEP-WISE APPROACH TO ADDRESSING CONFLICTS

Source: Back and Arnold, 2005.8 Reprinted with permission.

Step

1. Notice the conflict

2. Prepare yourself
Get into a “ready to negotiate’’
state of mind

Examine the 3 stories.11

Decide on the purpose of work-
ing through the conflict

3. Find a nonjudgmental starting
point for the conversation

4. Reframe emotionally charged
issues

5. Respond empathetically

6. Look for options that meet the
needs of both parties

7. If no satisfactory agreement can
be reached, get help

Self-assessment Questions

Am I feeling angry, or irritated, or
bored, or having my usual
response to conflict?

Am I too angry to listen fully?
Am I still rehearsing why I’m right?
Am I feeling punitive?

What happened?
What are my feelings?
How does this involve my identity?

What are the consequences of not
addressing this conflict?
What are my needs that should be
addressed in dealing with this?

What would an impartial third per-
son say that this conflict is about?

How can I describe the issue so
that it is something that we both
need to work together on?
Am I moving back into the me
against you stance?

Have I given explicit feedback that
shows that I understand how the
other person is feeling?

Does this option address the other
person’s concerns?
Does this option address my con-
cerns?

What resources exist to help us
negotiate?

What to Say to a Family

This is an internal reflective step

This is an internal reflective step

This is an internal reflective step

This is an internal reflective step

“Let’s start with the big picture
about what we are hoping for in
Mrs X’s situation.’’

For a lot of people, providing food
is a way of showing love. If that’s
part of the issue, let’s talk about
other ways you can do that.’’
I don’t think of withholding intra-
venous fluid as starvation. It’s a
medical treatment that isn’t always
good for someone who is in the
last phase of life.’’

“I know that you would never want
to feel that you were starving your
mother. These decisions definitely
require a lot of thought.’’

“How about if I describe a treat-
ment trial and you can tell me your
reactions, both positive and nega-
tive?’’

“I think it would be helpful to have
another impartial person help us
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TABLE 5.10. USEFUL COMMUNICATION TOOLS FOR ADDRESSING CONFLICT

Source: Back and Arnold, 2005.8 Reprinted with permission.

Tool

Active listening: Turn full attention to speaker rather
than focusing on your own concerns or on counterar-
guments and provide feedback showing that you
have understood

Self-disclosure: Reveal to listener some aspect of
how you are feeing without blaming the other party
for your emotions

Explaining: Provide listener with information about
which aspects of the situation you are most con-
cerned about

Empathizing: Provide listener with evidence that you
understand his emotional state

Reframing: Describe situation as a mutual problem to
be solved collaboratively

Brainstorming: Propose potential solutions without
critiquing them as a first step in problem solving

Useful Phrases

“What I’m hearing you say is that you want us to do
everything possible to prolong your father’s life’’

“It sounds like you are concerned about this
patient’s suffering being made worse.’’

“I am worried that even the best medical care will
not be able to achieve your hopes.’’

“I need a few minutes to cool off because I’m irri-
tated; but later we need to talk about the next steps.’’

My view of this situation is that providing intra-
venous fluid would give her, at best, a 50-50 chance
of improving.’’

“I can see that you care a great deal about what
happens to your mother.’’

“This just feels like a sad situation.’’
“I think anyone would feel as worried as you given

the circumstances.’’

Now I think we should look at the issue of intra-
venous fluid as not just ‘Do we do it?’ but as part of
the bigger picture of her care.’’

“Let’s try to come up with a few ideas about how to
prepare for her death and then pick a few to work on.’’
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TABLE 5.11. NEGOTIATING A TREATMENT TRIAL 

Source: Back and Arnold, 2005.8 Reprinted with permission.
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What to do

1. Include all the relevant people: patient, family,
staff in discussion

2. Define the purpose of the trial, and the treatment
intervention

3. Discuss milestones

4. Discuss treatment success

5. Check reactions of patient, family, or both to the
treatment trial

6. Document steps 1 through 5 of the trial (above) in
the chart.

What to Talk About

How the treatment can meet the patient’s values and
goals

Procedures, monitoring, adverse effects, time to like-
ly response

Parameters that will be monitored and how they
relate to treatment response

Milestones that are evidence of improvement

What treatment success would look like, from the
patient’s pont of view

What treatment failure would look like

How they are feeling now
How they might feel if the treatment worked, and if it

failed
Emphathize—common issues are anxiety related to

uncertainty, sadness about the patient’s situation,
frustration at lack of improvement

Mention to the family that you will be sharing the
purpose of the trial and other details with other
clinical staff
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APPENDIX 5.1. ADVANCE CARE PLANNING-SOCIAL SERVICE FAMILY INTAKE SHEET 

Resident’s Name: ____________________________________________________________

Living arrangements prior to admission:    Independent/Own home With family

Nursing Facility Independent Living     Assisted Living

Comments: __________________________________________________________________

Anticipated outcome of stay: Long-term Short-term

Overall goal: Curative therapy Restorative therapy Palliative care

Durable power of attorney: ____________________________________________________

Durable power of attorney for health care: _______________________________________

Principal caregiver: __________________________________________________________

Living will: Yes No

DNR-CC form in place: Yes No

Is the resident able to make complex medical decisions about life-sustaining treatments:
Yes No

Comments: __________________________________________________________________

If resident has not completed DNR-CC:
Has resident ever expressed his/her wishes regarding treatment?   Yes     No

Options: ____  Family is unable to make decision/ needs more information

____  Resident would like to be a Full Code

____  Resident would like to be a DNR

SUMMARY:
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
____________

DNR-CC: Do not resuscitate - comfort care

Source: William D. Smucker, MD, CMD, Altenheim Nursing Home, Strongsville, Ohio.
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APPENDIX 5.2. ADVANCE CARE PLANNING-SOCIAL SERVICE FAMILY INTAKE
SHEET: TALKING POINTS 

CPR: cardiopulmonary resuscitation.

Source: William D. Smucker, MD, CMD, Altenheim Nursing Home, Strongsville, Ohio.
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APPENDIX 5.3. PRACTITIONER ADVANCE CARE PLANNING FORM

Patient Name _______________________________________________________

Family contact, power of attorney, durable power of attorney for health care

Name
_______________________________________________________________________________

Relationship
_______________________________________________________________________________

Phone #
_______________________________________________________________________________

Hospital of choice
__________________________________________________________________________

Hospital physician of choice
_________________________________________________________________ 

Patient’s decision-making capacity:
Is the patient able to make complex medical decisions about life-sustaining treatments? 
□ Yes    □ No
If NO, reason:     □ Dementia  □ Aphasia  □ Psychosis  □ Other
_______________________________________________________________________________

Health care decision maker
_______________________________________________________________________________

Advance care planning discussion
People present for discussion
________________________________________________________________ Date __________

Advance directives:
□ Patient verbalized wishes prior to incapacity
□ Living will □ Durable power of attorney for health care

Diagnoses of progressive medical illnesses discussed:
□ Dementia  □ COPD  □ CHF □ Renal disease  □ Cancer
□ Stroke/atherosclerosis □ Diabetes □ Parkinson’s □ Other
_______________________________________________________________________________

Diagnoses and potential medical complications associated with progressive decline
discussed:
□ Dementia, COPD, CHF, stroke, cancer, Parkinson’s
□ Unsafe or inadequate intake of nutrition & fluid, resulting in: 

□ Functional decline □ Recurrent pneumonia □ Pressure sores □ Terminal dehydration
□ Pros and cons of artificial nutrition and hydration discussed 
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APPENDIX 5.3. PRACTITIONER ADVANCE CARE PLANNING FORM (CONTINUED)

□ CHF, atherosclerosis, stroke, advanced age: 
□ Cardiac arrest □ MI □ CHF recurrence □ Stroke 
□ CPR efficacy <1:1K success with normal mental and physical function due to

age, comorbidities

Life-sustaining treatment choices
□ Full code □ 911 for TIA or stroke
□ Full medical management in hospital, but no ICU care 
□ Trial of intensive care, including mechanical ventilation for ____ (days/weeks) but
discontinue if treatment is unlikely to result in benefits such as:
____________________________________________________________________________ 
(independence, current cognitive or physical function, etc)

□ DNR / No CPR because unlikely to return to current level of function, unlikely to
be effective.
□ No tube feeding because of prior wishes, benefit unlikely, quality of life would be
low.
□ No transfer to hospital  □ No ICU treatment  □ No mechanical ventilation 

Rationale for decisions
_______________________________________________________________________________
_______________________________________________________________________________
_______________________________________________________________________________
_______________________________________________________________________________
_______________________________________________________________________________

CHF: congestive heart failure; COPD: chronic obstructive pulmonary disease; CPR:
cardiopulmonary resuscitation; DNR: do not resuscitate; ICU: intensive care unit: MI:
myocardial infarction; TIA: transient ischemic attack.

Source: William D. Smucker, MD, CMD, Altenheim Nursing Home, Strongsville, Ohio.
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APPENDIX 5.4. EXAMPLE OF A PRESENT HEALTH CARE DIRECTIVE 

Participant Name:________________________________________ MR #: ________________

As long as I remain substantially similar to my present conditions as of this date, and if I am
not determined to have a terminal or incurably incapacitating condition, then my general
wishes for care now, should I need emergency, acute, or routine medical care, are 

General wishes (Pathway)
____ Prolong life; treat everything, including CPR and 911 (Longevity Path)
____ Treat and attempt to cure if my recovery is likely, but reassess often (Function Path)
____ Limit to less invasive and less burdensome treatments (Function Path)
____ Provide comfort care only, no CPR, no 911, no hospitals (Palliation Path)
____ Other: ________________________________________________

Specific wishes (Complete only for exceptions to general wishes) 

□ I wish medical information to be shared with ___ the participant/self only;
___ the family only;  ___ both the participant/self and family. 

□ I decline to complete this healthcare directive at this time.

Date Signature of Participant or Proxy

______ ____________________________________________________________________

Date Signature of Witness

______ ____________________________________________________________________

Date Signature of Witness

______ ____________________________________________________________________

Sources: Adapted with permission from Alexian Brothers Community Services.

Schamp RO, Tenkku L. Managed death in a PACE: Pathways in present and advance
directives. J Am Dir Assoc 2006; 7: 339-344.

Plan of Care updated to reflect above

Date ___________
SW Initial _______
This Directive reviewed by PCP: _______
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APPENDIX 5.5. EXAMPLE OF AN ADVANCE HEALTH CARE DIRECTIVE

Participant Name:________________________________________ MR #: ________________

If I am in a coma or a persistent vegetative state or other condition of persistent unconsciousness
or terminal illness or incurably incapacitating condition, and, in the opinion of my physician
and another healthcare provider, I have no known hope of regaining higher functions no matter
what is done, then my general and specific wishes for this and any additional illness would be
General wishes (Pathway)

____ Prolong life; treat everything, including CPR and 911 (Longevity Path)
____ Treat and attempt to cure if my recovery is likely, but reassess often (Function Path)
____ Limit to less invasive and less burdensome treatments (Function Path)
____ Provide comfort care only, no CPR, no 911 (Palliation Path)
____ Other: ________________________________________________

Specific Wishes (complete only for exceptions to general wishes)

□ I wish medical information to be shared with ___ the participant/self only;
___ the family only;   ___  both the participant/self and family. 

□ I decline to complete this healthcare directive at this time.

Date Signature of Participant or Proxy

______ ____________________________________________________________________

Date Signature of Witness

______ ____________________________________________________________________

Date Signature of Witness

______ ____________________________________________________________________

Sources: 
Adapted with permission from Alexian Brothers Community Services.

Schamp RO, Tenkku L. Managed death in a PACE: Pathways in present and advance
directives. J Am Dir Assoc 2006; 7: 339-344.

Plan of Care updated to reflect above

Date ___________
SW Initial _______
This Directive reviewed by PCP: _______
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SECTION 6: QUALITY ASSURANCE 

“But let us never forget: while death is inevitable, dying badly is not.”1

Long-term care providers are accustomed to monitoring and responding to quality indi-
cators that track adverse outcomes or focus on preserving or improving the functional sta-
tus of long-term care residents. Obviously, many long-term care residents have limited life
expectancies as the result of advanced medical conditions with an expected course of fur-
ther decline and death. The goals of care for such patients differ from those for patients with
non-life-threatening acute or chronic illnesses.

To address this issue, several organizations have proposed process and outcome indica-
tors specific to palliative and end-of-life care in the long-term care facility. These indicators
may be used to assess current performance and guide quality improvement activities. The
medical director can exercise medical leadership in the facility’s Continuous Quality
Improvement program by promoting the monitoring of process and outcomes of care rele-
vant to palliative and end-of-life care. This section catalogs some of the most relevant qual-
ity indicators.

A National Institutes of Health consensus conference on improving end-of-life care
arrived at several conclusions that are relevant to residents of long-term care facilities:2

• No precise definition exists to identify the transition to end-of-life, but it may gener-
ally be considered to be defined by:

— The presence of one or more chronic illnesses, 
— Symptoms or persistent functional impairments that require assistance with care

or can lead to death, and
— Older age and frailty, which may be surrogates for life-threatening illness.

• Communication among patients, families, and providers is crucial to high-quality
end-of- life care.

• Measures designed for cancer victims at the end of life may not be valid when
applied to elderly patients with chronic illness.

• Tools for measuring the quality of end-of-life care and evaluating outcomes have not
been validated in patients with dementia.

• Current end-of-life care includes some untested interventions that need to be validated.
• Many measures may not be useful among persons with severe cognitive or communi-

cation disorders.
Thompson and McClement identified the following major elements of a “good death” and

of high-quality end-of-life care:3

• Effective pain and symptom management,
• Clear decision making, 
• Preparation for death, 
• Completions (e.g., life review, saying goodbye, resolving conflicts, spending time

with family and friends), 
• Contributions to others (e.g., giving gifts or time, imparting knowledge), 
• Affirmation of the whole person,
• Avoidance of inappropriate prolongation of dying,
• Achievement of a sense of control,
• Relieving burden, and
• Strengthening of relationships with loved ones.

6
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The American Geriatrics Society in 1997 noted that no method existed to measure the
quality of care at the end of life, but suggested 10 pertinent domains to guide the creation
of performance standards:4

• Physical and emotional symptoms; 
• Support of function and autonomy; 
• Advance care planning; 
• Aggressive care near death – site of death, cardiopulmonary resuscitation, and hospi-

talization;
• Patient and family satisfaction;
• Global quality of life; 
• Family burden; 
• Survival time; 
• Provider continuity and skill; and 
• Provision of bereavement services to family members. 
This section provides examples of tools specifically designed to assess the processes and

outcomes of end-of-life care in nursing homes (Appendixes 6.1, 6.2), which serve as a start-
ing place for measuring a facility’s current practices and informing quality improvement. 

In addition to facility-based assessments, instruments exist that measure the individual
practitioner’s performance in end-of-life care (Appendix 6.3). Examples of process and out-
come measures that could guide medical directors interested in not only improving pallia-
tive care but also assessing effective collaboration with hospice organizations are listed in
Appendix 6.4. 

Advocates of quality improvement in palliative care recommend, in addition to choosing
what to measure, addressing the educational needs of both caregiving and administrative
staff and considering targeted education for key practitioners. Success in quality improve-
ment is most likely when organizations use rapid Plan-Do-Study-Act (PDSA) cycles based
on measures that can answer questions of interest and importance to the facility (e.g., is pain
assessed and controlled in patients who are near the end of life?). The PDSA should set a
specific goal (e.g., 80% of patients with pain will have their pain reduced to less than 4 on
a scale of 10 within 48 hours) and decide on the “who, what, when, and how” of data col-
lection to measure progress toward the goal. Tools exist to help facilities new to the PDSA
process get started (Appendix 6.5). 
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APPENDIX 6.1. MEDICAL CHART REVIEW OF RESIDENT DEATH

Instructions: Complete following each resident death. Indicate Y if answer is yes, N if
answer is no, or U if unknown, as appropriate. Present to care team and Medical Director
for review within one week of death. Review current chart for the last 6 months of cus-
tomer stay. Accumulate data and review in monthly or quarterly QI meetings. 

ALF: Assisted Living Facility; CPR: cardiopulmonary resuscitation; MAR: Medication Administration Record; MDS:
Minimum Data Set; QI: quality improvement.

Source: Created by and printed with permission of Howard Tuch, MD.



77

APPENDIX 6.2. CHECKLIST REVIEW FOLLOWING AN EXPECTED DEATH

Source: California Coalition for Compassionate Care. Checklist review following an
expected death. 2002. Available at: http://www.finalchoices.calhealth.org/C4_textfiles/
Checklist_Review_2002.pdf [accessed 1/24/07]

From the resident’s point of view, did the last part of his or her life go as well as it could?
What about the point of view of the loved ones? The staff’s point of view?
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APPENDIX 6.3. PERFORMANCE MONITORING OF PHYSICIANS’ CARE OF
TERMINALLY ILL PATIENTS

Monitoring of the following indicators will give an indication of the performance of a par-
ticular physician in a particular nursing home:

Source: Adapted from Keay TJ, Fredman L, Taler GA, et al. Indicators of quality medical
care for the terminally ill in nursing homes. J Am Geriatr Soc 1994; 42: 853-860.
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APPENDIX 6.4. EXAMPLES OF INDICATORS TO GUIDE PALLIATIVE AND HOSPICE
CARE QUALITY IMPROVEMENT

Palliative Care Quality Measurement
The purpose of monitoring relevant processes is to identify areas for improvement and

set benchmarks for quality. Because so many long-term care patients have palliative care
needs, the Quality Assurance Committee may choose to monitor multiple elements of pal-
liative care processes and outcomes for all residents in the facility, not just those enrolled
in hospice. Indicators specific to hospice patients may measure effectiveness of collabora-
tion and cooperation between the facility and the hospice provider. 

Examples of quality measures within the domains of palliative and hospice care include 

DNR: do not resuscitate.

Source: William D. Smucker, MD, CMD, Altenheim Nursing Home, Strongsville, Ohio.
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APPENDIX 6.5. PROCESS IMPROVEMENT WORKSHEET 

CNA: certified nursing assistant; DON: director of nursing; DSD: director of staff development  IDT: interdiscipli-
nary team; LVN: licensed vocational nurse; MSW: medical social worker; OT: occupational therapist ; PRN: as
needed; PT: physical therapist ; RN: registered nurse; ST: speech therapist.

Source: California Coalition for Compassionate Care (http://www.finalchoices.calhealth.org).
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SECTION 7: HOSPICE CARE IN THE LONG-TERM CARE FACILITY 

“Hospice programs have emerged as the single most widely used source of care
specifically designed for dying patients, and currently provide care for approximately
one-quarter of all patients who die in this country and for approximately two-thirds
of patients who die of chronic progressive illness.”1

Long-term care facilities (LTCFs) and hospice programs share several core principles.
Both strive to provide high-quality palliative and end-of-life care, relieve pain and other dis-
tressing symptoms, promote informed decision making, encourage advance care planning,
and provide patients and families with emotional and spiritual support. Some LTCFs offer
bereavement support for caregivers and families, as hospice programs do. These core
domains of palliative and end-of-life care for older adults are essential components of the
mission of both LTCFs and hospice programs. 

Given these shared values, one would expect a high level of hospice utilization in LTCFs.
In fact, enrollment of long-term care patients in hospice programs is fairly low. In two stud-
ies, 6%2 and 22%3 of patients dying in LTCFs were enrolled in hospice programs. Hospice
referral of long-term care patients often occurs close to the time of death, with 32% of
patients having a hospice stay of 14 days or less and 20% having a hospice stay of 1 week
or less.4

In a study comparing the palliative care needs of long-term care patients with those of
community-dwelling older patients at the time of hospice enrollment, Casarett et al1 found
that hospice patients living in LTCFs differed in several ways from those living in the com-
munity. Long-term care patients were less likely than community-dwelling patients to have
a primary diagnosis of cancer, more likely to have a diagnosis of failure to thrive, and more
likely to have a primary diagnosis of dementia. Hospice team members identified fewer new
care needs in long-term care patients at the time of hospice enrollment than in community-
dwelling patients. For example, long-term care patients were less likely to need the addi-
tion of a bowel regimen, a change in pain management, or anticipatory grief management.

Thus, although families report improved symptom management and bereavement sup-
port when hospice is involved in the care of LTCF patients,5 many facilities may be provid-
ing good emotional support and symptom control prior to the patient’s enrollment in hos-
pice. The report of improved pain and symptom relief and bereavement support with hos-
pice involvement would be expected because these are among the core services that hos-
pices are required to provide and in which hospice personnel have specialized skills.5

Another option for symptom management may be palliative care consultation by a
provider who may or may not be sponsored by a hospice program. This option is covered
by Medicare Part B. 

Medicare Hospice Benefit
The Medicare Hospice Benefit (MHB) was instituted in 1983 in response to consumer

demand for coverage of palliative treatments for patients with life-threatening illnesses who
no longer desired life-sustaining medical treatments. Medicare beneficiaries are eligible for
the hospice benefit when their life expectancy is less than 6 months if their disease runs it
usual course and if they meet other admission criteria that a specific hospice program may
establish.

The MHB provides a capitated package of benefits, including nursing, social work, coun-
seling, and other services necessary both to treat the diagnosis that renders the patient eli-

7
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gible for hospice care and to relieve pain and suffering, The MHB specifies four levels of
service (routine home care, respite inpatient, general inpatient, and continuous care).
Because an LTCF is a resident’s “home,” hospice care in LTCFs is a covered benefit, subject
to the limitations described below. 

Hospices operate under Title 18 of the Code of Federal Regulations, whereas skilled nurs-
ing facilities operate under Title 19. Thus, the two entities must develop a contract that
allows them to work together and comply with their respective regulatory requirements.
When such a contract is in place, hospice personnel can deliver services to eligible patients
in the skilled nursing facility (Table 7.1). The hospice is reimbursed by means of a daily cap-
itated amount. 

TABLE 7.1. SERVICES PROVIDED BY A HOSPICE PROGRAM

• Management of pain and nonpain symptoms 
• Emotional, psychological, and spiritual support for the patient and family
• Provision of medication and durable medical equipment directly related to the patient’s terminal illness
• Education of family and others in caring for the terminal patient
• Special services (e.g., physical therapy, speech therapy) when needed
• Additional nursing assistant to supplement facility care, based on intensity of need
• Bereavement care and counseling to family and friends before and up to 12 months after the patient’s

death
• Education and grief support for nursing home staff

Source: Hirschman et al, 2005.4 Reprinted with permission.

Challenges of Providing Hospice Care in the Long-Term Care Setting 
Although LTCFs and hospice programs have many common values and patient care goals,

the two entities have different funding incentives, regulatory oversight concerns, and
underlying assumptions about the goals of care. 

Most importantly, in LTCFs the care model, quality indicators, and regulatory oversight
prioritize and reward restorative and rehabilitative care. The Omnibus Budget
Reconciliation Act of 1987 (OBRA 87, also known as the Nursing Home Reform Act) states
that a nursing home “must provide services and activities to attain or maintain the highest
practicable physical, mental, and psychosocial well-being of each resident….” This phrase
is often cited in the opening remarks of regulatory and legal actions that allege poor care by
an LTCF. This requirement may create both real and perceived barriers to the adoption of a
palliative approach to care until a patient is very close to death.

Other major challenges to the use of hospice services in LTCFs are the following:
• Medicare will not pay for both services received under Medicare Part A (skilled nurs-

ing care) and services received under the Medicare Hospice Benefit. Medicare Part A
pays for all costs associated with treatment, including skilled nursing services, reha-
bilitative therapy, medications, and room and board costs. By contrast, residents who
elect to receive hospice care upon admission to an LTCF may be able to receive some
skilled nursing services related to the terminal diagnosis that is covered by the hos-
pice program, but must assume financial responsibility for their room and board
costs. Thus, many patients with palliative care needs who are admitted to a skilled
nursing facility from a hospital, and who meet the criteria for skilled nursing care or
rehabilitation reimbursable under Medicare Part A, will opt to have their LTCF stay
covered by Medicare Part A and will forego formal hospice care. Only after they have
exhausted, or are no longer eligible for, Part A skilled nursing benefits and are transi-
tioned to usual nursing care can they enroll in the MHB. Once enrolled in the MHB,
patients become responsible for their room and board costs in the LTCF, unless they
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are eligible for Medicaid, in which case Medicaid will cover their room and board
costs.

• Patients enrolling in hospice care may be encouraged to forego certain expensive
(e.g., chemotherapy) or marginally effective (e.g., cardiopulmonary resuscitation)
treatments. Some hospice programs may not be able to provide treatments that are
too costly to be covered within their per diem capitation fee. For example, a patient
with advanced cancer or HIV might still receive important benefits from active treat-
ments, some of which are provided in specialized settings. Such a patient may have a
prognosis that would qualify him or her for the hospice benefit, but the hospice pro-
gram may be reluctant to accept the patient because of the expense associated with
these specialized treatments.

Interaction Between the Long-Term Care Facility Medical Director, Attending Physician,
and Hospice Medical Director

The LTCF medical director, the patient’s attending physician, and the facility’s interdis-
ciplinary care team share responsibility for coordinating the care of a patient enrolled in
hospice. Implementation of the following principles can help the medical director, attend-
ing physician, and LTCF optimize care for patients receiving hospice services:

• The LTCF medical director should play an active role in the development, implemen-
tation, and monitoring of policies and procedures that improve palliative care for all
long-term care residents, including those enrolled in hospice.

• The attending physician should continue to be the patient’s primary care provider
after the patient is enrolled in hospice.

• Either the LTCF medical director or the attending physician should retain responsi-
bility for overseeing the patient’s overall plan of care, contingent on the advice, coun-
sel, and agreement of the hospice medical director.

• When a patient enrolls in hospice, the LTCF medical director should work proactive-
ly with the medical director of the hospice program to optimize communication and
collaboration between the two organizations, provide relevant education to hospice
personnel as needed, and help to resolve concerns or problems that might arise in the
shared care of a patient receiving hospice services.

To enhance communication between the LTCF and the hospice program, the LTCF med-
ical director should meet regularly with a hospice program liaison person and periodically
with the hospice medical director. The LTCF medical director should receive regular reports
from the hospice program on the timeliness of hospice consultation, the appropriateness of
care provided by the LTCF staff and the hospice team, and the satisfaction of both the LTCF
staff and families with hospice services.

The medical directors of both the LTCF and the hospice program have roles in providing
education to the patient’s caregiving team. The hospice medical director should promote
knowledge and competence in palliative care for all members of the caregiving team,
including nursing assistants, nurses, and attending physicians as appropriate. The long-
term care facility medical director should support the provision of education on palliative
and hospice care for facility staff (Table 7.2) and offer the hospice medical director and staff
his or her expertise on clinical practice in the long-term care setting. 

Administrative collaboration can benefit both the long-term care facility and the hospice
program. Table 7.3 suggests steps that the LTCF medical director can take to enhance the
facility’s provision of palliative care and facilitate collaboration with a hospice program.
When appropriate, the LTCF medical director may participate in patient care rounds, home
visits, or family conferences to serve as a clinical resource on palliative care.

Collaboration on quality improvement can be mutually beneficial to both the LTCF and
the hospice program. The LTCF medical director can exercise medical leadership in the
facility’s Continuous Quality Improvement program by monitoring the processes and out-
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comes of care relevant to palliative and hospice care. Many quality improvement efforts
could be a joint effort between the medical directors of the LTCF and the hospice. Over time,
the data reported to the Continuous Quality Improvement committee could be used to help
to establish quality of care benchmarks for the LTCF.

TABLE 7.2. POSSIBLE TOPICS FOR EDUCATION SESSIONS ON PALLIATIVE AND
HOSPICE CARE FOR LONG-TERM CARE FACILITY STAFF

• Assessment and management of pain and distressing nonpain symptoms
• Bereavement
• End-of-life decision making
• Healthy coping skills for caregivers
• Medicare regulations on hospice care
• Principles of medical ethics
• Principles of palliative care 

TABLE 7.3. ENHANCING PALLIATIVE CARE AND IMPROVING COLLABORATION
WITH HOSPICE: STEPS THE LTCF MEDICAL DIRECTOR CAN TAKE

• Encourage implementation of policies and procedures to recognize, assess, treat, and monitor pain and
distressing nonpain symptoms associated with chronic illness and the dying process

• Encourage the integration of emotional and spiritual elements into patients’ care plans
• Act as liaison as necessary with the attending physician, consultants, and medical directors of hospitals,

nursing homes, and managed care programs
• Have the ability to assume temporary responsibility for patient care on an emergency basis if the attending

physician or designee is not available
• Use interdisciplinary meetings to review and monitor elements of physician performance, the care process,

and patient outcomes relevant to palliative and end-of-life care.

Attending Physician Billing for Services Provided to Hospice-Enrolled Patients 
Most patients enrolled in hospice care have important medical conditions that require

attending physician oversight. For this reason, the attending physician can and should con-
tinue to provide appropriate care to the patient. 

Attending physicians who are not employed or paid by the hospice provider may bill for
patient care by using appropriate codes for diagnosis (ICD-9 codes) and for evaluation and
management services (CPT codes). For patients enrolled in the MHB, the attending physi-
cian should add the modifier “GV” to the CPT code if the diagnosis is a condition related
to the patient’s terminal hospice diagnosis. The modifier “GW” is added for diagnoses unre-
lated to the terminal condition.

For example, if a patient with end-stage congestive heart failure (CHF) is enrolled in hos-
pice and the attending physician manages aspects of CHF care, including symptom control
and family communication, he or she would submit a bill for care of CHF (i.e., ICD-9 code
428.0) and an appropriate CPT code with the GV modifier (i.e., 99308-GV). The patient
remains responsible for any copayments associated with attending physician services. If a



85

patient is enrolled in a Medicare HMO, the attending physician continues to bill the HMO
for medical services.

Further information about billing for physician services provided to patients enrolled in
hospice and about the modifier GV can be found in the Medicare Carriers Manual – Part 3,
published 11/1/01, section 4175.1. 

Legally and Ethically Appropriate Marketing of Hospice Programs
A hospice program can be represented to practitioners, the medical community, medical

facilities, and the community in general through articles, presentations, or videos. Any gifts
offered by a hospice program to LTCF practitioners or staff should be seen as aids to provid-
ing good care, should be of nominal value, and should not be contingent on the receipt of
referrals to the hospice program.

Tools for Determining Hospice Eligibility
Appendixes 7.1, 7.2, and 7.3 are tools that medical directors and practitioners may find

helpful for assessing whether a patient is an appropriate candidate for hospice care. 
Local coverage determinations by Centers for Medicare and Medicaid Services fiscal inter-

mediaries are posted at http://www.cms.hhs.gov/mcd/index_lmrp_bystate.asp. (Select the
appropriate regional home health intermediary [the fiscal intermediary] for a given hospice.)
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APPENDIX 7.1. KANAWHA HOSPICE CARE SCREENING TOOL

The following guidelines suggest criteria for appropriate hospice referral for non-
cancer patients. Patients with 2 or more items within a diagnostic group might quali-
fy for hospice (seek full evaluation). Especially important criteria are marked with *.

Yes No General Guidelines (May be used for any diagnosis)
____ ____ Life-limiting condition(s)
____ ____ Progression of disease(s)
____ ____ Need for frequent hospitalization, office, or ER visits
____ ____ Dependence in most ADLs (activities of daily living)
____ ____ Weight loss greater than 10% over past 6 months
____ ____ Serum albumin less than 2.5 g/dl
____ ____ Recent decline in performance status
Yes No End-Stage Heart Disease (e.g., CHF, CAD)
____ ____ Functional class III and IV NYHA Assessment 
____ ____ Symptomatic despite optimal treatment with diuretics and vasodilators,

especially ACE inhibitors
____ ____ Arrhythmias resistant to treatment
____ ____ Ejection fraction <20%
____ ____ History of cardiac arrest
____ ____ Unexplained syncope
____ ____ Persistent resting tachycardia
Yes No End-Stage Lung Disease (e.g., COPD)
____ ____ Disabling dyspnea at rest
____ ____ FEV 1 <30% after bronchodilators
____ ____ Recurrent pulmonary infections
____ ____ Cor pulmonale/right heart failure
____ ____ pO2 <55 mm Hg or O2 sat <88% (on O2)
____ ____ Recurrent hospitalizations/ER visits/MD visits
Yes No End-Stage Renal Disease
____ ____ CrCl <10 cc/min (<15 cc/min in diabetics) or Cr >8 mg/dl

(>6 mg/dl in diabetics)
____ ____ Not a candidate for dialysis, renal transplant
____ ____ Signs of uremia (confusion, nausea, pruritus, restlessness)
____ ____ Oliguria <400 cc/24 hrs
____ ____ Hyperkalemia >7.0 mEq/L
Yes No End-Stage Liver Disease
____ ____ PT >5 sec above control or INR >1.5
____ ____ Ascites despite maximum diuretics
____ ____ Peritonitis, spontaneous bacterial
____ ____ Hepatorenal syndrome
____ ____ Encephalopathy with asterixis, somnolence, coma
____ ____ Recurrent variceal bleeding
____ ____Albumin <2.5 gm/dl 

Yes No End-Stage Neurologic Diseases (e.g., ALS) 
____ ____ Unable to walk, needs assistance in all ADLs
____ ____ Barely intelligible speech
____ ____ Impaired nutritional status
____ ____ Declines feeding tube
____ ____ Significant dyspnea on O2

*
*

*

*
*

*

*

*

*
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APPENDIX 7.1. KANAWHA HOSPICE CARE SCREENING TOOL (CONTINUED)

Yes No End-Stage Dementia
____ ____ FAST score of 7
____ ____ Medical complications: aspiration, pneumonia, UTI, sepsis, advanced

decubitus, fever despite antibiotics
Yes No CVA and Coma
____ ____ Decreased level of consciousness
____ ____ Persistent vegetative state
____ ____ Dysphagia
____ ____ Dependence in ADLs, paralysis
____ ____ Post-stroke dementia
____ ____ Impaired nutritional status (despite feeding tube, if present)
____ ____Increased medical complications (recurrent, frequent)

Yes No AIDS
____ ____ CD4 <25/ml or viral load >100,000/ml
____ ____ Wasting syndrome
____ ____ Lymphoma
____ ____ PML (progressive multifocal leukoencephalopathy)
____ ____ Cryptosporidiosis
____ ____ MAC (Mycobacterium avium complex)
____ ____ Visceral Kaposi’s sarcoma, unresponsive to treatment
____ ____ AIDS dementia
____ ____ Toxoplasmosis
____ ____ Pneumocystis carinii pneumonia
____ ____ Tuberculosis
____ ____ Current substance abuse
____ ____ Decreased performance status (KPS <50%)

ECOG/KARNOFSKY Performance Scale

*

*

*

*
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Functional Assessment Staging (FAST)

Please check highest consecutive level of disability. Hospice is appropriate if FAST
score is 7. *Occurs occasionally or more frequently over the past weeks

____ 1 No difficulty either subjectively or objectively
____ 2 Complains of forgetting location of objects. Subjective work difficulties.*
____ 3 Decreased job functioning evident to co-workers. Difficulty in traveling to

new locations. Decreased organization capacity.*
____ 4 Decreased ability to perform complex tasks.* 

- Planning dinner for guests
- Handling personal finances (e.g., forgetting to pay bills)
- Difficulty shopping, etc.

____ 5 Requires assistance in choosing proper clothing to wear for the day, season,
or occasion*
- Patient may wear the same clothing repeatedly, unless supervised

____ 6 Improperly putting on clothes without assistance or cueing (e.g., may put
street clothes on over nightclothes, put shoes on wrong feet, may have diffi-
culty buttoning clothing)*
- Unable to bathe properly (e.g., difficult adjusting bathwater temperature)*
- Unable to handle mechanics of toileting (e.g., forgets to flush the toilet,

does not wipe properly or properly dispose of toilet tissue)*
- Urinary incontinence*
- Fecal incontinence*

____ 7 Limited ability to speak 6 intelligible different words in an average day or
interview*
- Speech ability is limited to the use of a single intelligible word in a normal

interaction. Repetitive actions.*
- Ambulatory ability is lost (cannot walk without personal assistance)*
- Cannot sit up without assistance*
- Individual falls over if no lateral arm rests on chair*
- Loss of ability to smile*
- Loss of ability to hold up head independently*

New York Heart Association (NYHA) Functional Classification
____ CLASS I Patients with cardiac disease without resulting limitations of

physical activity
- Ordinary physical activity does not cause undue fatigue, palpitation,
dyspnea, or anginal pain

____ CLASS II Patients with cardiac disease, resulting in slight limitation of
physical activity; comfortable at rest
- Ordinary physical activity results in fatigue, palpitation, dyspnea, or anginal pain

____ CLASS III Patients with marked limitation of physical activity; comfortable at rest
- Less than ordinary activity causes fatigue, palpitation, dyspnea, or anginal pain

____ CLASS IV Patients with cardiac disease resulting in inability to carry on any
physical activity without discomfort
- Symptoms of heart failure or anginal syndrome may be present at rest. If any
physical activity is undertaken, discomfort is increased

ACE: angiotensin-converting enzyme; ALS: amyotrophic lateral sclerosis; CAD: coronary artery disease; CHF:
congestive heart failure; COPD: chronic obstructive pulmonary disease; CrCl: creatinine clearance; CVA: cerebral
vascular accident ; ER: emergency room; FEV: forced expiratory volume; INR: international normalized ratio ;
KPS: Karnofsky performance scale ; PT: prothrombin time ; UTI: urinary tract infection.
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Sources:
Stuart B, Alexander K, Arenella C, et al. Medical Guidelines for Determining Prognosis in
Selected Non-Cancer Diseases, 2nd ed. 1996. Washington, DC: National Hospice Organization.

Field MJ, Cassel CK, eds; Committee on Care at the End of Life, Institute of Medicine.
Approaching Death: Improving Care at the End of Life. 1997. Washington, DC: National
Academy Press.

APPENDIX 7.2. SAMPLE CRITERIA FOR DETERMINING ELIGIBILITY FOR MEDICARE
HOSPICE BENEFIT
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APPENDIX 7.2. SAMPLE CRITERIA FOR DETERMINING ELIGIBILITY FOR MEDICARE
HOSPICE BENEFIT (CONTINUED)
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APPENDIX 7.2. SAMPLE CRITERIA FOR DETERMINING ELIGIBILITY FOR MEDICARE
HOSPICE BENEFIT (CONTINUED)

ACE: angiotensin-converting enzyme; CHF: congestive heart failure; CNS: central nervous system; NYHA: New
York Heart Association; ALS: amyotrophic lateral sclerosis; ADLs: activities of daily living; FAST Scale: Reisberg
Functional Assessment Staging Scale.

*Some fiscal intermediaries may have a list of specific secondary conditions and comorbidities that determine eli-
gibility. However, some RHHIs (Regional Home Health Intermediaries), such as Palmetto GBA, have recently
changed this policy, stating that because of the complexity of the condition, they now encourage the active par-
ticipation of clinical staff in the identification and documentation of relevant comorbid or secondary conditions. 

Sources:
Palmetto GBA. Public Information: Local Coverage Determination (LCD). Available at
http://www.palmettogba.com/palmetto/providers.nsf/Home/Providers+Regional+Home+H
ealth+&+Hospice+Intermediary+(RHHI)+Home?OpenDocument [accessed August 3, 2004]

Adapted from Fine P. Hospice referral and care: Practical guidance for clinicians
(CME/CE). Available at http://www.medscape.com/viewprogram/3345 [accessed 1/16/07]
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APPENDIX 7.3. NATIONAL HOSPICE ORGANIZATION GUIDELINES FOR
ESTIMATING PROGNOSIS IN NONCANCER DISEASES

A patient who fulfills the criteria in any category may be deemed to have a prognosis
of less than 6 months and therefore to be appropriate for hospice care and referral for
the Medicare Hospice Benefit. (NOTE: Other criteria may apply.) 

1. General. The patient meets all of the following criteria:
a. Life-limiting condition; 
b. Treatment goals are for comfort rather than cure; 
c. In the past 6 months, the patient has either documented terminal disease-relat-

ed decline in nutritional status (weight loss >10%) or clinical progression of
disease (repeated emergency room or inpatient admissions, or functional status
decline).

2. Congestive Heart Failure. On optimal treatment, the patient meets the following
criteria:

a. Class IV heart failure or ejection fraction <20%; and 
b. Syncope, cardiac arrest, cardiogenic stroke, or symptomatic arrhythmia.

3. Chronic Obstructive Pulmonary Disease. The patient meets some of the following
criteria: 

a. Dyspnea at rest unresponsive to bronchodilators. Forced expiratory volume
(FEV1) after bronchodilator less than 30% of predicted. 

b. Dyspnea limits walking to a few steps. 
c. Resting pCO2 >50; O2 Saturation <88% or pO2 <55 on supplemental oxygen;

Cor pulmonale. 
d. Weight loss >10% of body weight; resting tachycardia >100.

4. Renal Failure. Chronic renal failure with creatinine >8.0 mg/dL, off dialysis.

5. Cirrhosis and/or Liver Failure. With clinical judgment, the patient: 
a. Spends most time in bed, INR >1.5, albumin <2.5 g/dL. 
b. Evidences comorbidity: encephalopathy, spontaneous bacterial peritonitis,

refractory ascites, recurrent variceal bleeding, hepatorenal syndrome, or wast-
ing.

6. Dementia. The patient meets all of the following criteria:
a. Speech limited to 6 words; 
b. Bed-bound; 
c. Incontinent; 
d. Unable to ambulate, dress, and bathe without assistance; and 
e. A comorbidity in prior year; i.e., pyelonephritis, pressure ulcer, sepsis, fever

after antibiotics, difficulty feeding with aspiration pneumonia or weight loss
>10%. 

7. Human Immunodeficiency Virus (HIV) Disease. The patient meets some of the
following criteria: 

a. CD4+ count below 25 cells/m L; 
b. Viral load >100,000/ml; 
c. Declining functional status; 
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APPENDIX 7.3. NATIONAL HOSPICE ORGANIZATION GUIDELINES FOR
ESTIMATING PROGNOSIS IN NONCANCER DISEASES (CONTINUED)

d. Certain opportunistic infections;
e. Albumin <2.5 g/dL.

8. Strokes and/or Coma
a. Acute Phase. The patient meets any of the following criteria: 

(1) Coma or persistent vegetative state 3 days after stroke. 
(2) Any four of the following on day 3 of coma: 

i. No verbal response. 
ii. Abnormal brain stem response. 
iii. No response to pain. 
iv. Serum creatinine >1.5 mg/dL, age >70. 
v. Dysphagia preventing adequate intake in a patient who is not a candi-
date for artificial nutrition.

b. Chronic Phase. The patient meets some of the following criteria: 
(1) Poor functional status. 
(2) Dementia dependent in ambulation, dressing, bathing and toileting.
(3) Weight loss >10%, albumin < 2.5g/dL. 
(4) Complications to include: aspiration pneumonia, pyelonephritis, sepsis,
stage 3 or 4 decubitus, and/or fever after antibiotic.

9. Amyotrophic Lateral Sclerosis (ALS). The patient evidences a rapid progression
of ALS, with decline in one of the following: 

a. Ventilatory capacity, 
b. Swallowing, or 
c. Functional status.

INR: International normalized ratio. 

Source: Adapted from Stuart B, Alexander K, Arenella C, et al. Medical Guidelines for
Determining Prognosis in Selected Non-Cancer Diseases, 2nd ed. 1996. Washington, DC:
National Hospice Organization.
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