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Dying from Dementia
Greg A. Sachs, M.D.

As a teenager, I had the unfortunate but ultimate-
ly career-shaping experience of watching my ma-
ternal grandmother decline from Alzheimer’s dis-
ease. She resided in a nursing home, where her
final months were marked by repeated courses of
antibiotics for infections and the use of restraints
or medications to control her agitation before she
died from one last infection. Seeing my grand-
mother in that state was so distressing that my
mother eventually stopped taking the grandchil-
dren to visit. My grandmother had little in the way
of either comfort or company toward the end. In
my medical training, I learned how my grand-
mother’s final months were typical for people dy-
ing from dementia. Now, some 30 years after my
grandmother’s death, end-of-life care for many pa-
tients with dementia doesn’t look all that differ-
ent from the treatment she received. Patients in
nursing homes who have dementia are at risk for
undertreatment of pain and for treatment with
burdensome and possibly nonbeneficial interven-
tions, including tube feeding. They are also re-
ferred to hospice care at rates far lower than those
for patients dying from cancer.

Palliative and hospice care could greatly im-
prove the care of patients with advanced dementia
— and perhaps simultaneously reduce the cost of
care. Hospice care in nursing homes during the
last 30 days of life has been associated with a re-
duction in hospitalization of almost 50%? and
with improvements in pain assessment and man-
agement.? Studies have shown that patients with
dementia who receive hospice care also have few-
er hospitalizations* and milder psychiatric symp-
toms® as compared with those not receiving hos-
pice care. In addition, the families of patients with
dementia who receive hospice care report greater

satisfaction with care.* In fact, families of hospice
enrollees with dementia rate the care provided as
excellent in about 75% of cases, a rating similar to
that reported by families with a relative for whom
cancer was the diagnosis for hospice referral.®
Barriers to greater use of hospice care for patients
with dementia include difficulties estimating
prognosis and failure to recognize dementia as a
terminal illness that requires palliative care.”

Fortunately, the article by Mitchell and col-
leagues in this issue of the Journal® moves the field
forward in major ways with respect to both prog-
nosis and the terminal nature of advanced demen-
tia. These investigators conducted a prospective,
observational study of 323 patients with advanced
dementia in 22 nursing homes in the Boston area,
following the patients for up to 18 months. The
study subjects could not recognize family mem-
bers and were capable of minimal verbal commu-
nication. They were incontinent, unable to walk
independently, and completely dependent on oth-
ers for all care. Although quite frail, these patients
are a typical segment of the nursing home pop-
ulation. The study was designed to provide a bet-
ter understanding of the clinical epidemiology and
lifespan trajectory of this population.

The patients in this study died at a very high
rate. The median survival was only 478 days, com-
parable with the rate for patients who have termi-
nal cancer; nearly 25% died within 6 months of
study enrollment. Very few patients had “sentinel
events,” such as a stroke, myocardial infarction,
or hip fracture; rather, most patients died from
infections, eating problems, and other conditions
related to their underlying dementia. Pneumonia,
febrile episodes, and eating problems were very
common, with more than half of the patients hav-
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ing febrile episodes and eating problems. Patients
who had one of these conditions also had higher
rates of death than the overall cohort, with 40 to
50% dying within 6 months of onset. Given this
prognosis, it would clearly be possible to antici-
pate the death of patients in similar circumstanc-
es and to discuss goals of care and the option of
hospice referral with their proxies.

Palliative care would also be warranted, re-
gardless of prognosis, on the basis of the fre-
quent occurrence of distressing symptoms in the
study population. Dyspnea, pain, and agitation
— all treatable symptoms — occurred in 40 to
50% of the patients. These symptoms became
more common as death neared. Many patients un-
derwent burdensome interventions, such as paren-
teral therapy and hospitalization, even in the last
3 months of life. These medical treatments may
have added to patients’ suffering. Importantly, the
perceptions of proxies were highly associated with
the care patients received. If the proxy perceived
that the patient had 6 months or less to live and
understood the probable medical complications,
the patient was far less likely to receive burden-
some interventions in the last 3 months of life.

Clinicians, patients’ families, and nursing home
staff need to recognize and treat advanced demen-
tia as a terminal illness requiring palliative care.
The survival of these patients tends to be mea-
sured in months, especially after the occurrence
of pneumonia, febrile episodes, or eating prob-
lems. Patients with advanced dementia do not
need to have another serious illness to qualify for
hospice care — dementia comes with a high bur-
den of symptoms that warrant a palliative care
approach. Nursing homes hold care planning
meetings for patients on admission, quarterly, and
after a significant change in clinical status. Thus,
there is an existing venue in which providers and
families can discuss the sorts of issues raised by
Mitchell and colleagues and their implications for
individual care. Such discussions could modify
proxies’ perceptions about prognosis and expect-
ed complications, alter decisions about the use
of burdensome interventions, and increase refer-
rals to palliative care programs and hospice.

The other audiences for this article should be
the policymakers and funders of research, such as
the National Institutes of Health. Congress, the

Centers for Medicare and Medicaid Services, and
the Office of Inspector General are looking at re-
vising hospice reimbursement,® raising concerns
about the provision of hospice care in nursing
homes. Although no one can argue against the
need to root out fraud and unseemly conflicts of
interest, it would be a shame to take hospice away
from patients with dementia, who could truly ben-
efit from it. Much more research is needed on the
use of palliative care for these patients, including
studies on prognosis, patients in less advanced
stages of dementia, alternative care settings, inter-
vention trials, and, eventually, the effects of im-
plementing programs designed to improve current
systems of care. This research, as well as compar-
ative effectiveness studies on the use of the usual
approach to care as compared with a palliative

care approach, could inform public policy.
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