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While great strides have been made recently in improving end-
of-life care in the United States, people with dementia often
die with inadequate pain control, with feeding tubes in place,
and without the benefits of hospice care. In this paper, we
discuss the most important and persistent challenges to pro-
viding excellent end-of-life care for patients with dementia,
including dementia not being viewed as a terminal illness;
the nature of the course and treatment decisions in advanced
dementia; assessment and management of symptoms; the
caregiver experience and bereavement; and health systems
issues. We suggest approaches for overcoming these barriers
in the domains of education, clinical practice, and public pol-
icy. As the population ages, general internists increasingly will
be called upon to provide primary care for a growing number
of patients dying with dementia. There are great opportunities
to improve end-of-life care for this vulnerable and underserved
population.
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G

 

reat strides are being made in improving end-of-life
care in the United States. Leading journals have

published major series on end-of-life care.

 

1,2

 

 Palliative care
fellowships are increasing in number and major research
and training initiatives in end-of-life care have been
funded.

 

3–5

 

 Despite this progress, people with dementia
still receive suboptimal end-of-life care. Many patients
with dementia die with feeding tubes in place, up to 44%
of nursing home residents with dementia in some states,

 

6–8

 

despite research suggesting little to no benefit from this
treatment.

 

9,10

 

 Dementia increases the risk of inadequate
pain treatment; even severe and persistent pain goes un-
treated in many patients with dementia.

 

11

 

 Finally, while
hospice use is increasing, only 7% of patients enrolled in
hospice in 2001 had dementia.

 

12

 

 Thus, about 50,000 patients
with dementia were cared for in hospice in 2001—versus
roughly 10 times that number dying with dementia.

 

13

 

 All
of this occurs at a time when the number of people with
dementia is growing tremendously.

 

14

 

 Why is it so difficult to
provide excellent end-of-life care for people with dementia?

In this paper, we discuss the most important and
persistent challenges to providing excellent end-of-life care
for patients with dementia. These barriers to quality end-of-

life care include dementia not being viewed as a terminal
illness; the nature of the course and treatment decisions
in advanced dementia; assessment and management of
symptoms; the caregiver experience and bereavement; and
health systems issues. We suggest approaches for over-
coming these barriers in the domains of education, clinical
practice, and public policy. As general internists probably
are the largest group of physicians providing primary care
for patients with dementia, we believe they have the greatest
opportunity to improve on the status quo for this vulner-
able and underserved population.

 

Is Dementia a Terminal Illness?

 

To enroll a patient in hospice in the United States
under Medicare (and most insurance plans), a physician
must certify that the patient has a 6-month life expectancy
and the patient (or family if the patient lacks decisional
capacity) must agree to forgo rehospitalization for con-
ditions related to the primary diagnosis. Patients usually
forgo CPR and many other life-sustaining treatments, too.
While many in palliative medicine argue persuasively that
one need not be dying to receive measures directed at com-
fort,

 

15

 

 it is clear that identifying an individual as dying or
terminally ill more readily allows clinicians, patients, and
families to consider hospice and other palliative measures.
Because identifying a patient as dying represents a critical
first step toward hospice enrollment, this represents a major
obstacle for people with dementia. Even though many
experts in the field characterize Alzheimer disease (AD) and
other progressive dementias as terminal illnesses, pro-
fessionals and family members have difficulty viewing
dementia as an illness from which one dies. The National
Center for Health Statistics did not include AD as a rankable
cause of death until 1994.

 

16

 

 Studies of death certificates
continue to document dementia being overlooked as a
cause of or contributor to death.

 

17–19

 

 In a recent model
demonstration program aimed at integrating palliative care
into the ongoing care of patients with dementia,

 

20

 

 70% of
families interviewed after the death of the patient believed
the patient was terminally ill and dying prior to the death.
More than two thirds of those family members, however,
believed that the patient was dying from something other
than dementia (unpublished data).

Dementia differs considerably from diseases such as
cancer that are viewed as death causing in two important
ways. First, the time from diagnosis to death is usually
much longer in dementia. The length of survival in AD, for
example, is typically several years. While a recent study
suggests the median survival may be as short as 4 years,

 

21

 

most other studies report a median survival around 9
years.

 

22

 

 Given this protracted course and the gradual
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loss of cognition and function, physicians and families
understandably struggle to view someone with dementia as
dying. Efforts to diagnose patients at earlier stages, even
at a predementia or mild cognitive impairment state, as well
as the development of new treatments that can be used in
advanced dementia,

 

23

 

 may make it even harder for many
to view patients with dementia as dying.

Second, even if people can appreciate that dementias
are progressive, incurable diseases, families and clinicians
may continue to have difficulty viewing them as causing
death. Patients’ relatives and our medicine house staff in
our geriatrics clinics routinely ask, “What do people with
dementia actually die from?” Pneumonia, cardiac disease,
and cerebrovascular disease tend to be the diagnoses listed
as the cause of death on death certificates for demented
and nondemented individuals alike.

 

17,19

 

 Most families and
clinicians probably view the terminal event, a pneumonia
or urinary tract infection, as the proximate cause of death
in someone with dementia.

 

24

 

 People with dementia in its
advanced stages, however, do develop apraxia, dysphagia,
and decreased mobility that increase the risk of infection,
malnutrition, and other adverse outcomes.

 

25,26

 

 If con-
sidered at all, the dementia is probably seen as pre-
disposing or contributing to the terminal pneumonia,
rather than the cause of death.

 

The Disease Course and Nature of Treatment 
Decisions

 

Many diseases that cause death, including many
cancers, reach an advanced or metastatic stage and then
follow a fairly predictable downhill course over weeks or
months.

 

27,28

 

 This makes it possible to recognize a terminal
phase, predict a life expectancy of less than 6 months, and
refer to hospice. Many had hoped that one could similarly
identify prognostic markers in noncancer diagnoses,
including dementia, which would reliably predict imminent
death.

 

29,30

 

 Unfortunately, potential prognostic markers for
advanced dementia (functional dependency, recurrent hos-
pitalizations, and weight loss of 10% or more in preceding
6 months) that were incorporated into guidelines published
by the National Hospice Organization (now NHPCO) have
not accurately predicted 6-month life expectancy in
subsequent work.

 

31,32

 

 In addition, Christakis and Escarce
demonstrated that dementia is the hospice diagnosis with
the greatest variability around the median length of sur-
vival.

 

33

 

 Given the lack of reliable prognostic markers and
variability in survival, physicians are understandably
tentative in referring patients with dementia to hospice. The
nature of the terminal events, primarily infections, and the
treatment decisions that surround them make the trajec-
tory in advanced dementia even more complicated. When
a patient with cancer enters the final stages, a predictable
trajectory occurs, making it easier to estimate a 6-month
prognosis (see Fig. 1). In congestive heart failure (CHF) or
chronic obstructive pulmonary disease, a sawtooth pattern
with a slight downhill trajectory depicts the overall course

(Fig. 2). Potentially life-threatening, acute exacerbations
mark the course of these diseases, but many of these crises
are treatable. Difficulty arises because the acute exacer-
bation that becomes the terminal event looks so similar to
all of the previous, reversible downturns. Identifying the
terminal phase of these noncancer diagnoses remains a
challenge.

Dementia is typically thought of as having a gradual
downhill course. Our experience

 

20

 

 suggests the true tra-
jectory of the typical patient dying from dementia looks
more like Figure 2, though with a steeper overall downward
slope. The gradual downhill course is punctuated by de-
clines caused by acute illness

 

34

 

 that often are accompanied
by delirium and decrements in mental and functional
status. Unlike the patient with CHF who recovers from
an acute illness near the prior baseline, the patient with
dementia more commonly establishes a new, lower level of
cognitive and physical functioning.

 

35

FIGURE 1. Death trajectory typical in cancer. Reprinted with
permission from Approaching Death ©1997, by the Institute of
Medicine, Courtesy of the National Academies Press, Washing-
ton, DC.

FIGURE 2. Death trajectory typical in chronic diseases.  Reprinted
with permission from Approaching Death ©1997, by the Institute
of Medicine, Courtesy of the National Academies Press, Wash-
ington, DC.
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As in the case of a CHF exacerbation, any one of the
downturns in dementia could become the terminal event,
especially if life-sustaining treatment is withheld. In our
experience, survival appears to be quite sensitive to the
treatment provided. For example, two patients with advanced
dementia at similar stages (nonverbal, functionally dependent
in all activities of daily living) had radically different courses
because of decisions made by the families. When one
patient experienced a dramatic decline in oral intake and
was found to have his first pneumonia, the patient’s wife
refused antibiotics and chose hospice care. That patient
soon died peacefully at home with hospice care. At a similar
juncture, the second patient’s family chose hospitalization,
intravenous antibiotics, and tube feeding. Over the next
18 months, this patient was hospitalized seven more times
for infections and alterations in mental status before
her family opted for home hospice care. The second patient
also died peacefully at home.

Our experience with these two patients is consistent
with Volicer and colleagues’ seminal study of antibiotic
use for fever in advanced dementia. They demonstrated
that antibiotics in the end stage of dementia offered no
improvement in either survival or comfort over comfort
care measures alone.

 

36

 

 Patients who were not end stage,
however, did live considerably longer if they received anti-
biotics—like our second patient above. Thus, the primary
care physician can play a pivotal role when decisions need
to be made about interventions such as hospitalization,
antibiotics, intravenous fluid, or enteral nutrition. Primary
care physicians should guide discussions about care in
light of a patient’s prior wishes, the agreed upon goals of
therapy, and the potential benefits and burdens of the
treatment options.

Another key distinction for patients dying from de-
mentia is the nature of the interventions typically required
in these downturns. In patients with metastatic cancer,
aggressive treatments such as cardiopulmonary resusci-
tation or mechanical ventilation are mostly ineffective.
Therapies for a severe CHF exacerbation—admission to an
intensive care unit, right heart catheterization, mechanical
ventilation, and intravenous medications—may be effective
but are invasive, burdensome, and expensive. In a person
with dementia, the therapies for a typical downturn caused
by an infection—intravenous antibiotics, fluids, and
adjustment of electrolytes—are fairly routine, not burden-
some, relatively inexpensive, and usually effective. Thus,
if palliative care is chosen, both the treating physician and
the family of the patient with dementia must consider
forgoing treatments that seem in the short run ordinary,
minimally invasive, relatively painless, and effective. This
can be emotionally and psychologically challenging. By
withholding treatment such as antibiotics, families may feel
that they are directly responsible for the patient’s dying. It
takes skillful communication and support from the primary
care physician to help families negotiate the emotional and
psychological challenges, including guilt, which surround
end-of-life decision making in dementia.

 

37

 

Assessment and Management of Symptoms

 

Whether or not patients with dementia receive hospice
services, the cognitive, communication, functional, and
behavioral problems that arise in dementia make it more
difficult to provide palliative care to this population. As a
patient’s cognitive and communication abilities decline, it
becomes harder to assess symptoms. For example, assess-
ing pain in cancer patients is relatively straightforward—
one asks the patient. Patients with dementia, however,
have difficulties with recall, interpretation of sensations,
and verbal expression. In the advanced stages of the dis-
ease, instead of relying on the patient’s report of pain alone,
experts recommend utilizing a combination of patient report,
caregiver report, and direct observation of the patient.

 

38

 

Experts also suggest considering undiagnosed or under-
treated pain if changes in behavior or mental status occur.

 

39

 

While dementia does not cause physical pain per se, patients
with dementia are likely to be suffering from arthritis,
osteoporosis, peripheral neuropathy, and many other pain-
causing comorbid conditions that increase in prevalence
with advanced age. Thus, the assessment and manage-
ment of pain in dementia requires a broad and thoughtful
approach by physicians involving histories from patient
and caregiver; a careful physical exam including obser-
vation for nonverbal indicators of pain; and an openness
to empirical trials of analgesics when pain is suspected,
including when pain might be the underlying cause of
nonspecific symptoms such as decreased oral intake or
agitation or other challenging behaviors.

 

38,40

 

Patients with dementia frequently suffer from behavioral
problems and psychiatric symptoms that warrant treat-
ment. Such challenging and difficult to manage symptoms
may include anxiety, depression, paranoia, visual or audi-
tory hallucinations, aggression, agitation, and shouting.
While an extensive review is beyond the scope of this paper,
there are many pharmacological and nonpharmacological
approaches for managing these symptoms in dementia.

 

41,42

 

Treatment of these and other symptoms may require referral
to a psychiatrist or other specialist.

 

Caregiving and the Nature of Bereavement 
in Dementia

 

Primary care physicians appreciate that family care-
givers play a pivotal role in the management of older
patients with any chronic illness, often doing so over a
period of many years at significant financial and personal
cost. In fact, a recent study found caregivers who were
categorized as “strained” to have a 63% increased mortality
rate compared with family members who were not acting
as caregivers for an ill relative.

 

43

 

 Caregiving for someone
with dementia appears to be especially burdensome. Ory
et al.

 

44

 

 found that compared to nondementia caregivers,
dementia caregivers reported more hours spent on care-
giving, more detrimental effects on employment, more
emotional and physical strain, and a greater likelihood of
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suffering mental or physical health problems due to care-
giving. Families caring for someone with dementia face
additional conflict-provoking decisions over the course of the
disease including getting the patient to stop driving; taking
over the management of finances and medications; and, in
many cases, eventually relocating the patient to a relative’s
home or a nursing home.

 

45,46

 

 Finally, as increasing numbers
of patients with dementia die in nursing homes,

 

47

 

 usually
without the benefit of hospice, families rarely receive any
kind of bereavement services.

 

48,49

 

 Because the nature of
bereavement may be different in dementia, grieving at the
time of diagnosis or when the patient no longer recognizes
family, for example, grief and bereavement services may need
to be restructured.

 

50,51

 

 Families can benefit greatly from
physicians directing them to a social worker, local chapter
of the Alzheimer’s Association, and other resources in the
community that can provide assistance and support.

 

52

 

Health System Challenges

 

As others have pointed out, Medicare was established
for and remains oriented toward treatment of acute
illnesses.

 

53,54

 

 Medicare’s policies create discontinuities in
care for patients with dementia who experience repeated
acute illnesses superimposed on a chronic decline. In our
experience, the following pattern of care is typical: acute
illness resulting in hospitalization; followed by relatively
sharp decline in cognition and function; starting, re-
starting, or increasing the intensity of home care services;
plateau of function at new baseline below prehospital
baseline

 

55

 

; discontinuation of Medicare-covered nursing,
therapy, and other services; and continued, gradual decline
in function due to underlying dementia until the next acute
illness restarts the cycle.

 

56

 

The financial incentives built into the existing health
system often work directly against the provision of pallia-

tive care,

 

57

 

 especially for people with dementia who are
long-term residents of nursing homes. Continuity of care,
both in terms of location and familiar staff, is important
for these patients,

 

58

 

 especially because they are at signifi-
cant risk of delirium and distress on transfer to hospital.

 

59

 

Yet, the financial incentives for health care providers are
aligned against providing end-of-life care in the nursing
home.

 

60

 

 As patients require more time from staff to manage
symptoms and provide comfort near death, the facility ends
up bearing this increased cost without receiving additional
reimbursement. If the patient is transferred to the hospital
for acute care, the nursing facility not only avoids the cost
of the increased staff time, they may be paid a “bed hold”
if the patient’s stay is under Medicaid. Hospital transfer
also decreases the facility’s chance of both liability for
“allowing a patient to die,” as it can be perceived by mis-
informed family members, and for regulatory citations
for weight loss or dehydration that occur as death ap-
proaches.

 

61

 

 The treating physician has a financial incentive
to transfer the patient because Medicare reimbursement
for an admission visit for a hospitalized patient greatly
exceeds that for a subsequent nursing home visit.

 

62

 

 The
hospital likely also makes money especially because fewer
resources tend to be used for the oldest old.

 

63

 

 All of the
involved professionals and institutions have financial in-
centives to admit the dying dementia patient to the hos-
pital. The only parties who may not be better off from
that transfer are the patient and family.

 

Overcoming the Barriers

 

We believe that important strides can be made in over-
coming the barriers to excellent end-of-life care in dementia
through action taken on the educational, clinical practice,
and health system levels. General internists are positioned
to play important roles on all of these levels (see Table 1).

Table 1. Barriers to Excellent End-of-life Care for Patients with Dementia and Potential Remedies

 

Barrier Potential Remedy

Dementia not seen as a terminal illness appropriate 
for palliative care approach

Educate health professionals and the public; publicize innovative 
models integrating palliative and primary care

Nature of advanced dementia and treatment decisions Educate health professionals
Psychological and emotional challenges of withholding 

treatments such as antibiotics and tube feeding
Have physicians shape patient care plans in more palliative fashion, 

sharing greater portion of decision-making burden
Assessment and management of pain in cognitively 

impaired individuals
More broadly disseminate expert guidance on this topic
Routinely utilize assessments by patient and caregiver, as well as 

observe patient
Consider behavior change as a trigger for investigation and possible 

treatment of pain
Management of behavioral problems and psychiatric 

symptoms
Educate health professionals
Refer to psychiatrists, geriatric psychiatrists, and other specialists

Challenging caregiver stress and bereavement issues Educate of health professionals
Develop innovative bereavement programs

Economic and systemic disincentives for providing 
excellent end-of-life care to patients with dementia 

Replicate and disseminate innovative programs
Modify payment systems to align incentives
Incorporate measures of end-of-life care for patients with dementia 

to quality improvement and quality measurement efforts
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On the educational level, much more needs to be done
to teach physicians and other health professionals about
dementia and end-of-life care. The increasing prevalence
of dementia warrants its being a featured topic as palliative
care and end-of-life care gain stronger footholds in medical
and nursing school curricula. As residency review bodies
and specialty boards incorporate end-of-life care com-
petencies into their requirements and exams, the special
skills required for caring for people with dementia should
be recognized. Continuing education is needed to reach
professionals already in practice. The EPEC (Educating
Physicians in End-of-Life Care) program has reached a
large number of practicing physicians, but its modules
contain little on dementia. The American Geriatrics Society
is working on a revised version of EPEC that would address
geriatric content areas, including dementia.

Public education is greatly needed. The Last Acts
campaign has demonstrated the benefits of working with
television writers and others in the media to educate the
public and reshape our culture’s attitudes toward death.
Public education will be critical for addressing the appro-
priateness of a palliative care approach for persons with
dementia, even though dementia may not be seen as a
terminal illness or causing death, as families face difficult
treatment decisions such as antibiotics and tube feeding.
Physicians can help educate the general public and families
caring for relatives with dementia about these issues.

Individual physicians can do much to improve end-
of-life care for patients with dementia. Understanding at
diagnosis that a patient with a progressive dementia will lose
decision-making capacity puts a premium on physicians
discussing advance care planning with patients and
families. Over time, primary care physicians can counsel
families of patients with dementia gradually toward more
palliation and away from diagnostic procedures and treat-
ments that may cause more burdens than benefits. While
prognostic scales lack the desired precision for an individ-
ual patient, many of the items found in hospice referral
guidelines for dementia are associated with about a 50%
6-month mortality in populations of patients with de-
mentia.

 

64–66

 

 We have found these markers adequate to
at least begin discussing hospice with families: 1) FAST
stage 7C (nonambulatory, loss of meaningful conversation,
dependent in most or all activities of daily living) com-
bined with developing complications such as weight loss
of 10% or more, recurrent infections, and multiple pressure
sores

 

29,64

 

; 2) hip fracture or pneumonia in advanced de-
mentia

 

65

 

; and 3) need for insertion of a feeding tube.

 

66

 

Physicians can incorporate assessment of pain, behavioral
problems, and caregiver stress into routine visits with
patients and families affected by dementia. They can
become familiar with national and local resources re-
garding palliative care for patients with dementia.

 

67,68

 

On the organization level, clinical practices and health
systems should look to end-of-life care for patients with
dementia as an area ripe for quality improvement (QI)
efforts. Tools for undertaking QI programs in end-of-life

care are available through the Institute for Healthcare
Improvement, the medical literature, and web sites.

 

69,70

 

Organizations that monitor or evaluate quality of care, such
as the Joint Commission on Accreditation of Healthcare
Organizations (JCAHO) and National Committee for
Quality Assurance (NCQA), need to add end-of-life care for
people with dementia to the list of issues they examine.
Quality indicators, in nursing homes, for example, need to
acknowledge that many conditions including dehydration
and weight loss will occur near the end-of-life even with
the best care.

 

61

 

 Efforts should be made to try and align the
financial incentives in the system with the provision of pal-
liative care. For example, nursing facilities might receive a
slightly higher rate of reimbursement for patients who are
identified as having primarily palliative care goals, perhaps
countering the incentive to transfer dying patients to the
hospital. The entry criteria for hospice might be relaxed to
facilitate earlier referral of patients with dementia without
waiting until death is clearly imminent, or perhaps hospices
could be allowed to perform palliative care consultations
for these patients.

 

60

 

 We believe, however, that innovative
models aiming to integrate palliative care into the ongoing
primary care of patients over years rather than months
need to be explored further.

 

20,53,70

 

 These models are espe-
cially important because, as discussed above, dementia
presents such challenges for prognostication, recognition
of a terminal phase, and treatment decision making. It is
the nature of the illness, not physician behavior or faulty
prognostic scales, which is the root cause of the problem
and that calls for creative solutions. Many of the demon-
stration programs funded under the Robert Wood Johnson
Foundation’s Promoting Excellence in End-of-Life Care
initiative downplay the need for accurately estimating a
6-month prognosis and switching completely from a curative
to a hospice approach. Instead, these programs target
patients with life-altering, eventually fatal illnesses, such
as cancer and dementia, and offer a gradually changing
blend of curative, restorative, and palliative care services
as patients decline in function and the goals of care shift.
Some do this within a fee-for-service framework, while
others take place under managed care, as Lynn et al. have
proposed with the Medicaring model.

 

71

 

Conclusion

 

We are cautiously optimistic about the prospects for
improving end-of-life care for people with dementia. Innova-
tive programs demonstrate that excellent end-of-life care for
patients with dementia is quite attainable.

 

20,67

 

 We believe
that there will need to be greater efforts that specifically
target this growing portion of the population and that general
internists should play a major role in this movement.

 

This research was supported by the Robert Wood Johnson
Foundation through PEACE: Palliative Excellence in Alzheimer
Care Efforts. Dr. Sachs also was supported by the Hulda B. and



 

1062

 

Sachs et al., End-of-life Care and Dementia

 

JGIM

 

Maurice L. Rothschild Foundation. Dr. Shega also was supported
by the Geriatric Academic Program Award from the National
Institutes on Aging to the University of Chicago (K12AG00488-10).

 

REFERENCES

 

1. McPhee SJ, Rabow MW, Pantilat SZ, Markowitz AJ, Winker MA.
Finding our way—perspectives on care at the close of life. JAMA.
2000;284:2512–3.

2. Lo B, Snyder L, Sox HC. Care at the end of life: guiding practice
where there are no easy answers. Ann Intern Med. 1999;130:772–4.

3. Office of Academic Affiliations, Veterans Health Administration.
Available at: http://www.va.gov/oaa/fellowships/default.asp.
Accessed August 14, 2003.

4. The Robert Wood Johnson Foundation. Promoting Excellence in
End-of-life Care. Available at: http://www.promotingexcellence.org/
content/rwjf.html. Accessed August 14, 2003.

5. Project on Death in America. Transforming the Culture of Dying.
Available at: http://www.soros.org/death/index.htm. Accessed
August 14, 2003.

6. Teno JM, Mor V, Desilva D, Kabumoto G, Roy J, Wetle T. Use of
feeding tubes in nursing home residents with severe cognitive
impairment. JAMA. 2002;287:3211–2.

7. Ahronheim JC, Mulvihill M, Sieger C, Park P, Fries BE. State vari-
ations in the use of tube feeding for nursing home residents with
severe cognitive impairment. J Am Geriatr Soc. 2001;49:148–52.

8. Mitchell SL, Teno JM, Roy J, Kabumoto G, Mor V. Clinical and
organizational factors associated with feeding tube use among
nursing home residents with advanced cognitive impairment. JAMA.
2003;290:73–80.

9. Gillick MR. Rethinking the role of tube feeding in patients with
advanced dementia. N Engl J Med. 2000;342:206–10.

10. Finucane TE, Christmas C, Travis K. Tube feeding in patients with
advanced dementia. JAMA. 1999;282:1365–70.

11. Teno JM. Persistent pain in nursing home residents. JAMA.
2001;285:2081.

12. National Hospice and Palliative Care Organization. NHPCO’s Facts
and Figures on Hospice and Palliative Care. Available at: http://
www.nhpco.org. Accessed August 14, 2003.

13. Ewbank DC. Deaths attributable to Alzheimer’s disease in the
United States. Am J Public Health. 1999;89:90–2.

14. Kawas CH, Brookmeyer R. Aging and the public health effects of
dementia. N Engl J Med. 2001;344:1160–1.

15. Davis MP, Walsh D, LeGrand SB, Lagman R. End-of-life care: the
death of palliative medicine? J Palliat Med. 2002;5:813–4.

16. National Center for Health Statistics. Highlights of a New Report
from the National Center for Health Statistics (NCHS) Mortality
Trends for Alzheimer’s Disease. Available at: http://www.cdc.gov/
nchs/releases/96facts/fs_alzhe.htm. Accessed August 14, 2003.

17. Kammoun S, Gold G, Bouras C, et al. Immediate causes of death
of demented and non-demented elderly. Acta Neurol Scand.
2000;(suppl);96–9.

18. Ganguli M, Rodriguez EG. Reporting of dementia on death certifi-
cates: a community study. J Am Geriatr Soc. 1999;47:842–9.

19. Burns A, Jacoby R, Luthert P, Levy R. Cause of death in Alzheimer’s
disease. Age Ageing. 1990;19:341–4.

20. Shega JW, Levin A, Hougham GW, et al. Palliative Excellence in
Alzheimer Care Efforts (PEACE): a program description. J Palliat
Med. 2003;6:315–20.

21. Wolfson C, Wolfson DB, Asgharian M, et al. A reevaluation of the
duration of survival after the onset of dementia. N Engl J Med.
2001;344:1111–6.

22. Walsh JS, Welch HG, Larson EB. Survival of outpatients with
Alzheimer-type dementia. Ann Intern Med. 1990;113:429–34.

23. Reisberg B, Doody R, Stoffler A, Schmitt F, Ferris S, Mobius HJ.
Memantine in moderate-to-severe Alzheimer’s disease. N Engl J
Med. 2003;348:1333–41.

24. Michel J-P, Pautex S, Zekry D, Zulian G, Gold G. End-of-life care
of persons with dementia. J Gerontol. 2002;57A:M640–M644.

25. Helmes E, Merskey H, Fox H, Fry RN, Bowler JV, Hachinski VC.
Patterns of deterioration in senile dementia of the Alzheimer type.
Arch Neurol. 1995;52:306–10.

26. Volicer L, Hurley AC. Hospice Care for Patients with Advanced
Progressive Dementia. New York, NY: Springer; 1998.

27. Field MJ, Cassel CK, eds. Approaching Death: Improving Care at
the End of Life. Washington, DC: The National Academies Press;
2003.

28. Lynn J. Serving patients who may die soon and their families: the
role of hospice and other services. JAMA. 2001;285:925–32.

29. Stuart B. The NHO medical guidelines for non-cancer disease and
local medical review policy: hospice access for patients with dis-
eases other than cancer. Hosp J. 1999;14:139–54.

30. Luchins DJ, Hanrahan P, Murphy K. Criteria for enrolling dementia
patients in hospice. J Am Geriatr Soc. 1997;45:1054–9.

31. Hanrahan P, Raymond M, McGowan E, Luchins D. Criteria for
enrolling patients in hospice: a replication. Am J Hosp Palliat Care.
1999;16:395–400.

32. Schonwetter RS, Han B, Small BJ, Martin B, Tope K, Haley WE.
Predictors of six-month survival among patients with dementia: an
evaluation of hospice Medicare guidelines. Am J Hosp Palliat Care.
2003;20:105–13.

33. Christakis NA, Escarce JJ. Survival of Medicare patients after
enrollment in hospice programs. N Engl J Med. 1996;335:172–8.

34. Albert SM, Costa R, Merchant C, Small S, Jenders RA, Stern Y.
Hospitalization and Alzheimer’s disease: results from a community-
based study. J Gerontol A Biol Sci Med Sci. 1999;54:M267–
M271.

35. Sands LP, Yaffe K, Lui LY, Stewart A, Eng C, Covinsky K. The effects
of acute illness on ADL decline over 1 year in frail older adults with
and without cognitive impairment. J Gerontol A Biol Sci Med Sci.
2002;57:M449–M454.

36. Fabiszewski KJ, Volicer B, Volicer L. Effect of antibiotic treatment
on outcome of fevers in institutionalized Alzheimer patients. JAMA.
1990;263:3168–72.

37. von Gunten CF, Ferris FD, Emanuel LL. Ensuring competency
in end-of-life care: communication and relational skills. JAMA.
2000;284:3051–7.

38. AGS Panel on Persistent Pain in Older Persons. The management
of persistent pain in older persons. J Am Geriatr Soc. 2002;50:1–20.

39. Cohen-Mansfield J, Billig N, Lipson S, Rosenthal AS, Pawlson LG.
Medical correlates of agitation in nursing home residents. Geron-
tology. 1990;36:150–8.

40. Weiner D, Kerr H, Rudy T, eds. Persistent Pain in Older Adults:
An Interdisciplinary Guide for Treatment. New York, NY: Springer
Publishing Company; 2002.

41. Tariot PN, Ryan JM, Porsteinsson AP, Loy R, Schneider LS. Phar-
macologic therapy for behavioral symptoms of Alzheimer’s disease.
Clin Geriatr Med. 2001;17:359–76.

42. Cohen-Mansfield J. Nonpharmacologic interventions for inappro-
priate behaviors in dementia: a review, summary, and critique. Am
J Geriatr Psychiatry. 2001;9:361–81.

43. Schulz R, Beach SR. Caregiving as a risk factor for mortality: the
caregiver health effects. JAMA. 1999;282:2215–9.

44. Ory MG, Hoffman RR, Yee JL, Tennstedt S, Schulz R. Prevalence
and impact of caregiving: a detailed comparison between dementia
and nondementia caregivers. Gerontologist. 1999;39:177–85.

45. Smith GE, Kokman E, O’Brien PC. Risk factors for nursing home
placement in a population-based dementia cohort. J Am Geriatr
Soc. 2000;48:519–25.

46. Knopman DS, Kitto J, Deinard S, Heiring J. Longitudinal study of
death and institutionalization in patients with primary degenerative
dementia. J Am Geriatr Soc. 1988;36:108–12.

47. Weitzen S, Teno JM, Fennell M, Mor V. Factors associated with
site of death: a national study of where people die. Med Care.
2003;41:323–35.



 

JGIM

 

Volume 19, October 2004

 

1063

 

48. Murphy K, Hanrahan P, Luchins D. A survey of grief and bereave-
ment in nursing homes: the importance of hospice grief and
bereavement for the end-stage Alzheimer’s disease patient and
family. J Am Geriatr Soc. 1997;45:1104–7.

49. Hanrahan P, Luchins DJ. Access to hospice programs in end-stage
dementia: a national survey of hospice programs. J Am Geriatr Soc.
1995;43:56–9.

50. The Canadian Study of Health and Aging Working Group. Patterns
and health effects of caring for people with dementia: the im-
pact of changing cognitive and residential status. Gerontologist.
2002;42:643–52.

51. Meuser TM, Marwit SJ. A comprehensive, stage-sensitive model of
grief in dementia caregiving. Gerontologist. 2001;41:658–70.

52. Department of Health and Human Services Administration on
Aging. National Family Caregiver Support Program Resource
Room. Available at: http://www.aoa.gov/prof/aoaprog/caregiver/
caregiver.asp. Accessed August 14, 2003.

53. Skolnick AA. Medicaring project to demonstrate, evaluate inno-
vative end-of-life program for chronically ill. JAMA. 1998;279:1511–
2.

54. Moon M. Medicare. N Engl J Med. 2001;344:928–31.
55. Sands L, Yaffe K, Covinsky K, et al. Cognitive screening predicts

magnitude of functional recovery from admission to 3 months after
discharge in hospitalized elders. J Gerontol A Biol Sci Med Sci.
2003;58A:37–45.

56. Lunney J, Lynn J, Foley D, Lipson S, Guralnik J. Patterns of func-
tional decline at the end of life. JAMA. 2003;289:2387–92.

57. Huskamp HA, Beeuwkes Buntin M, Wang V, Newhouse J. Providing
care at the end of life: do Medicare rules impede good care? Health
Aff. 2001;20:204–11.

58. Mace N, Rabins P. The 36-Hour Day: A Family Guide to Caring for
Persons with Alzheimer’s Disease, Related Dementing Illnesses,
and Memory Loss in Later Life. Baltimore, Md: The Johns Hopkins
University Press; 1991.

59. Inouye SK, Viscoli CM, Horwitz RI, Hurst LD, Tinetti ME. A predic-
tive model for delirium in hospitalized elderly medical patients

based on admission characteristics. Ann Intern Med. 1993;119:
474–81.

60. Zerzan J, Stearns S, Hanson L. Access to palliative care and hospice
in nursing homes. JAMA. 2000;284:2489–94.

61. AGS Ethics Committee. American Geriatrics Society (AGS) Position
Statement. Measuring Quality of Care for Nursing Home Residents—
Considering Unintended Consequences. Available at: http://
www.americangeriatrics.org/products/positionpapers/
unintended_conseq.shtml. Accessed August 14, 2003.

62. Mezey M, Dubler NN, Mitty E, Brody AA. What impact do settings
and transitions have on the quality of life at the end of life and the
quality of the dying process? Gerontologist. 2002;42:54–67.

63. Levinski NG, Yu W, Ash A, et al. Influence of age on Medicare expen-
ditures and medical care in the last year of life. JAMA. 2001;286:
1349–55.

64. Reisberg B. Functional Assessment Staging (FAST). Psychopharm
Bull. 1988;24:653–9.

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

66. Grant MD, Rudberg MA, Brody JA. Gastrostomy placement
and mortality among hospitalized Medicare beneficiaries. JAMA.
1998;279:1973–6.

67. Volicer L, Rheaume Y, Brown J, Fabiszewski KJ, Brady RJ. Hospice
approach to the treatment of patients with advanced dementia of
the Alzheimer type. JAMA. 1986;256:2210–3.

68. Head B. Palliative care for persons with dementia. Home Healthc
Nurse. 2003;21:53–60.

69. TIME: Toolkit of Instruments to Measure End-of-life Care. Available
at: http://www.chcr.brown.edu/pcoc/toolkit.htm. Accessed August
14, 2003.

70. Innovative models and approaches for palliative and end-of-life care.
Available at: http://www.promotingexcellence.org/tools/index.html.
Accessed August 14, 2003.

71. Lynn J, Wilkinson A, Cohn F, Jones SB. Capitated risk-bearing
managed care systems could improve end-of-life care. J Am Geriatr
Soc. 1998;46:322–30.


