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Advance Directives Improve Patient
Outcomes after Hospice Enrollment
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Patients who enter hospice with an 
advance directive (AD) already com-
pleted may have an enhanced hospice 
experience. Compared with patients who 
enroll without an AD, they have longer 
lengths of stay, are less likely to die in 
an inpatient setting, and are less likely to 
leave hospice voluntarily, according to 
a report published in the Journal of the 
American Geriatrics Society. 

“Most people prefer to die at home if 
possible, and these results suggest that 
advance directives may help to shape 
trajectories of care in ways that are more 
consistent with low-intensity care,” write 
the authors.

“Individuals enrolled in hospice for 

longer periods are able to receive more 
services, and their families have more 
time to anticipate and plan for the indi-
vidual’s death,” the authors point out. 
“This additional time is important, be-
cause previous studies have shown that 
longer stays in hospice are associated 
with greater satisfaction.”  

Investigators analyzed data on patients 
(n = 49,370) admitted between 2008 
and 2012 to one of three U.S. hospice 
programs participating in the CHOICE 
(Coalition of Hospices Organized to 
Investigate Comparative Effectiveness) 
network. Overall, 73% of subjects had an 
advance directive at the time of hospice 
enrollment, and 58.2% had both an ad-
vance directive and a do-not-resuscitate 
(DNR) order.

SUBJECTS WITH ADVANCE 
DIRECTIVES WERE:

• Older (81.0 vs 74.4 years of age) 
• More likely to be female (48.5% vs 

42.4%) 
• More likely to have a DNR order be-

fore enrollment (79.9% vs 49.1%) 
• Less likely to have cancer as an ad-

mitting diagnosis (32.3% vs 40.6%) 
and more likely to be diagnosed with 
dementia (13.5% vs 8.2%)
In adjusted analysis, hospice enrollees 

with ADs: 

• Were enrolled in hospice longer than 
those with no AD (median, 29 days vs 
15 days)

•� :HUH�OHVV�OLNHO\�WR�GLH�ZLWKLQ�WKH�¿UVW�
week after entering hospice (24.3% 
vs 33.2%; adjusted odds ratio [AOR], 
������ ���� FRQ¿GHQFH� LQWHUYDO� >&,@��
0.78 to 0.88; P = < .001) 

• Were less likely to leave hospice vol-
untarily (2.2% vs 3.4%; AOR, 0.82; 
95% CI, 0.74 to 0.90; P = < .003)

• Were less likely to die in a hospital or in-
patient hospice unit rather than at home 
or in a nursing home (15.3% vs 25.8%; 
AOR, 0.82; 95% CI, 0.77 to 0.87)
“Participants with advance directives 

were enrolled in hospice for a longer period 
of time before death than those without, 
and were more likely to die in the setting 
of their choice,” write the authors. “More 
time might have allowed participants and 
families to prepare for the end of life by 
organizing caregiving resources, making 
death at home more likely.” 
7KH�¿QGLQJ�WKDW�SDWLHQWV�ZLWK�$'V�DUH�

less likely to withdraw from hospice may 
UHÀHFW� D� GHVLUH� WR� DYRLG� OLIH�VXVWDLQLQJ�
treatments that prompts the completion of 
a directive, the authors suggest. An AD 
might also serve as “a reminder of indi-
vidual preferences as people near the end 
of life, reducing the likelihood of disagree-
ments between family members, particu-
larly when the individual is no longer able 
to participate in these decisions,” they add.

Although the evidence increasingly 
shows an association of ADs with better 
outcomes and less aggressive treatment in 
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World Health Assembly Calls for Access to
Palliative Care throughout Continuum of Care
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The policy-making body of the World 
Health Organization (WHO) adopted 
a resolution in May of this year which 
states that hospice and palliative care 
services must be integrated into the 
national health policies and budgets of 
all its member nations, with training in 
palliative care included in the curricula 
for health professionals. 

“National health systems need to in-
clude palliative care in the continuum of 
care for people with chronic, life-threat-
ening conditions, strategically linking it 
to prevention, early detection, and treat-
ment programs,” states the World Health 
Assembly (WHA) resolution. “It should 
not be considered as an optional extra.” 

The ground-breaking resolution calls 
for nations to:
• Integrate palliative care services into 
WKH�VWUXFWXUH�DQG�¿QDQFLQJ�RI�QDWLRQDO�
health care systems at all levels of care.

• Promote education and training in pal-
liative care practices for health care 
professionals.

• Ensure the availability of essential 
medicines for managing pain and 
other symptoms. 

• Support research to assess needs and 
identify standards for palliative care. 

• Identify successful models of service.  
:+2�GH¿QHV� SDOOLDWLYH� FDUH� DV� ³DQ�

approach that improves the quality of life 
of patients (adults and children) and their 
families who are facing the problems 
associated with life-threatening illness, 
through the prevention and relief of suf-
IHULQJ� E\�PHDQV� RI� HDUO\� LGHQWL¿FDWLRQ�
and correct assessment and treatment of 
pain and other problems, whether physi-
cal, psychosocial, or spiritual.” 

The resolution notes that palliative 
care also respects the choice of patients 

and helps families with practical issues, 
“including coping with loss and grief 
throughout the illness and in case of be-
reavement.” Services should be provided 
concurrently with potentially curative 
treatment, and adapted to the increased 
needs of patients, families, and caregiv-
ers as the disease progresses into the 
terminal phase.  

“Increasing access to hospice and pal-
liative care services as part of a seamless 
continuum of care for people facing 
serious and life-threatening illness has 
been a priority among many hospice 
providers in the United States,” says J. 
Donald Schumacher, PsyD, President and 
CEO, National Hospice and Palliative 
Care Organization (NHPCO). “Having 
global attention on this issue will help 
make needed progress to alleviate pain 
and suffering for millions.” 

Hospice services in the U.S. are cov-
ered by Medicare for those aged 65 years 
and older, and by Medicaid and most 
insurance plans for other patients. Ac-
cess to palliative care services for those 
with serious illness remains an area under 
development in this country, although 
a high percentage of teaching hospitals 
now have palliative care teams.

According to WHO, successful models 
for delivering palliative care include: 
• A multidisciplinary approach 

�� $GDSWDWLRQ�WR�VSHFL¿F�FXOWXUDO��VRFLDO��
and economic settings 

• Integration into existing health sys-
tems, “with emphasis on primary 
health care and community- and home-
based care” 
The need for palliative care continues 

to rise, says the resolution, due to the 
increasing prevalence of noncommu-
nicable diseases and the aging of many 
countries’ populations. WHO estimates 
that of the 20 million people worldwide 
who need end-of-life palliative care 
services, 80% live in low- and middle-
income countries, and about two-thirds 
(67%) are elderly. 
$FFRUGLQJ� WR� WKH� ¿UVW�*OREDO�$WODV�

on Palliative Care at the End of Life, 
published in early 2014 by WHO and 
the Worldwide Hospice Palliative Care 
Alliance (WPCA): 
• 42% of countries have low or no access 

to hospice and palliative care services. 
• Only 20 countries have palliative care 

that is well integrated into their health 
systems. 

• 80% of countries have low or ex-
tremely restricted access to strong 
pain medications for those who expe-
rience chronic pain. According to the 
NHPCO, this means that “millions of 
people worldwide are living and dying 
in pain and distress with no or little 
quality care.” 

BARRIERS TO PROVISION OF 
PALLIATIVE CARE

INCLUDE:

• Health policies that do not meet needs 
• Uncertain access to opioid analgesics 
• Misconceptions about palliative care

“Doctors care deeply about 
their patients, and most 
aim to express that care 

exactly as they were 
taught to express it.”

— Meier, Health Affairs
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• Limited palliative care training for 
health care professionals
The eight-page WHA resolution, en-

titled “Strengthening of Palliative Care 
as a Component of Integrated Treatment 
throughout the Life Course,” can be 
viewed at http://apps.who.int/gb/eb-
ZKD�SGIB¿OHV�:+$���$��B���HQ�SGI�

EXPERT CALLS FOR IMPROVING 
EDUCATION/TRAINING OF          

U.S. PHYSICIANS

The crucial need for improving educa-
tion and training of U.S. physicians in 
palliative care is the focus of an article 
on the overtreatment of patients near 
the end of life, published in the journal 
Health Affairs. 

“Doctors care deeply about their pa-
tients, and most aim to express that care 
exactly as they were taught to express 
it,” writes Diane E. Meier, MD, director 
of the Center to Advance Palliative Care 
DQG�SURIHVVRU��'HSDUWPHQW�RI�*HULDWULFV�
and Palliative Medicine, Icahn School of 
Medicine, Mount Sinai, New York, NY. 
“[T]he commitment to care and help is 

Palliative Care (from Page 2)

behind physicians’ recommendations to 
WKHLU�SDWLHQWV�²�UHFRPPHQGDWLRQV�¿UPO\�
based on what they learned during their 
training.” 

In other words, because physicians 
are trained to diagnose and treat dis-
eases — and not how to continue to care 
for patients when disease-modifying 
treatments no longer work — they often 
¿QG�WKHPVHOYHV�H[SUHVVLQJ�WKHLU�FRQWLQ-
ued commitment to help terminally ill 
patients in the way they know best: by 
ordering more tests and interventions. 

Patients with progressive illness as-
sume that if their physicians order tests 
and treatments, it is because the doctors 
believe such interventions will be of ben-
H¿W��QRWHV�0HLHU��³3DWLHQWV�DQG�IDPLOLHV�
also assume that doctors will tell them 
when time is running out, what to expect, 
and how best to navigate these unknown 
and frightening waters,” she writes. 

But traditional medical school and 
residency training have provided physi-
cians with little or no training in this type 
of care, notes Meier. 

To better suit patients’ needs, physician 
training is needed in: 
• The core skills of care during serious 

illness and near the end of life 
• Communication about what matters 

most to patients and families 
• Expert pain and symptom management 
• Coordinated care across the illness 

trajectory 
Both physicians and patients wish to 

sustain their “human connection, the 
relationship between doctor and patient 
that is at the heart of quality care,” writes 
Meier. “With the right training and skills, 
doctors can honor that relationship 
throughout their patient’s experience of 
illness, even and especially when disease-
IRFXVHG�WUHDWPHQW�LV�QR�ORQJHU�EHQH¿FLDO��
Our patients, and their doctors, deserve 
no less.” 

Source: “‘I Don’t Want Jenny to Think I’m 
Abandoning Her’: Views on Overtreatment,” 
Health Affairs; May 2014; 33(5):895-898. 
Meier DE; Center to Advance Palliative Care; 
Department of Geriatrics and Palliative Medicine, 
Icahn School of Medicine, Mount Sinai, New 
York City.

the last months of life, little has been previ-
ously known about whether the presence of 
an AD might promote the effective use of 
hospice care, note the authors. 

More than 1.65 million people use hos-
pice every year. Thus, “even small differ-
ences in care for individuals with advance 
directives could affect large numbers of in-
dividuals.” Currently, only 18% to 36% of 
the general U.S. population has completed 
an AD, with seriously ill patients complet-
ing ADs at only a marginally higher rate. 

“Therefore, the effect of advance direc-

tives on hospice care is likely to remain 
modest until their use becomes more wide-
spread,” the authors conclude. However, if 
ADs can shape the course of hospice care 
in favorable ways, then “further research 
should investigate whether completion of 
an advance directive after an individual 
KDV�HQUROOHG�LQ�KRVSLFH�LV�DOVR�EHQH¿FLDO�´

The researchers note one limitation of 
the study was their inability to examine 
the contents of the subjects’ directives. 
With the development of newer ways of 
documenting the preferences of seriously ill 

patients — such as the Physician Orders for 
Life-Sustaining Treatment (POLST) forms 
— they recommend further research to 
understand how ADs and physician orders 
PLJKW�LQÀXHQFH�SDWWHUQV�RI�KRVSLFH�FDUH��

Source: “Are Advance Directives Associated with 
Better Hospice Care?” Journal of the American 

Geriatrics Society; June 2014; 62(6):1091-
1096. Ache K, Harrold J, Harris P, Dougherty 
M, Casarett D; Physician Services, Suncoast 
Hospice, Clearwater, Florida; Hospice and 
Community Care, Lancaster, Pennsylvania; 
Kansas City Hospice and Palliative Care, Kansas 
City, Missouri; and Perelman School of Medicine, 
University of Pennsylvania, Philadelphia.
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Studies have shown that most termi-
nally ill patients are willing to hear their 
prognosis, and that honest communication 
on the topic rarely takes away all hope or 
causes them harm. In fact, accurate aware-
ness of prognosis is needed for patients to 
make informed end-of-life care choices. 

Research also shows that seriously ill 
patients with unmet or complex palliative 
FDUH�QHHGV�FDQ�EHQH¿W�IURP�UHIHUUDO�WR�VXE-
specialty palliative medicine services. But 
patients may not be aware of such services, 
or of when they might need them, or of 
how to ask for them.

The results of two reports published in 
the Journal of Palliative Medicine suggest 
that patients with advanced cancer who are 
unsure how or when to express their needs 
for prognostic information or specialized 
FDUH�PD\�EHQH¿W�ZKHQ� WKHLU�SK\VLFLDQV�
take the initiative.  

EARLY PROGNOSTIC 
INFORMATION HELPS PATIENTS 

Few patients with advanced cancer 
have an accurate idea of their prognosis, 
although those whose physicians indi-
cate a willingness to discuss prognosis 
early are more likely to understand their 
life expectancy than are patients whose 
physicians would defer the discussion, 
researchers report. 

“In a large…cohort of patients with 
metastatic lung or colorectal cancer, we 
found that few patients (16%) who were 
alive three to six months after diagnosis 
had an accurate understanding of their 
prognosis, although 88% had received 
chemotherapy,” write the authors. 

“Knowledge of prognosis is essential for 
terminally ill patients, because prognosis 
DZDUHQHVV�FDQ�LQÀXHQFH�WKHLU�SUHIHUHQFHV�
for aggressive therapy versus supportive 
care,” the authors point out. “Physicians’ 
reluctance or delay in discussing progno-
sis may have negative consequences for 
patients with advanced cancer, such as 

unwanted aggressive treatment and delays 
in advance care planning.” 

Investigators analyzed data on 686 pa-
tients diagnosed between 2003 and 2005 
with metastatic lung (56.6%) or colorectal 
cancer, along with survey data from 486 
physicians (male, 83%) identified by 
SDWLHQWV�DV�¿OOLQJ�LPSRUWDQW�UROHV�LQ�WKHLU�
cancer care. Interview and medical record 
data were gathered as part of the Cancer 
Care Outcomes Research and Surveillance 
Consortium (CanCORS) study, a multi-
regional prospective cohort study.  

Although median survival after detec-
tion of distant metastases is approximately 
four to six months for lung cancer and less 
than two years for colorectal cancer, for 
purposes of the study, patients’ awareness 
of their prognosis was deemed accurate if 
they estimated a prognosis of less than two 
years for stage IV lung cancer and less than 
¿YH�\HDUV�IRU�VWDJH�,9�FRORUHFWDO�FDQFHU��

Physicians with a key role in patient 
FDUH�²�LGHQWL¿HG�E\�VWXG\�SDWLHQWV�DV�WKH�
most important doctor in their decision 
making — were asked when they would 
discuss prognosis with a patient newly 
diagnosed with metastatic cancer whom 
they estimated had four to six months 
to live, but who was still feeling well. 
Choices were: “now”; when the patient 
¿UVW�GHYHORSV�V\PSWRPV��ZKHQ�WKHUH�DUH�
no more non-palliative treatments to offer; 
only if the patient is hospitalized; or only 
if the patient and/or family bring it up. 

KEY PATIENT FINDINGS

• Only 16.5% of patients had an accurate 

awareness of prognosis. This propor-
tion was similar for patients with lung 
(18.5%) and colorectal (13.8%) cancer. 

• Many patients could not provide a 
prognosis, answering either “do not 
NQRZ´���������RU�³LW¶V�LQ�*RG¶V�KDQGV´�
(11.6%). 

• 3DWLHQWV�ZKRVH� SK\VLFLDQV�ZRXOG�
discuss prognosis “now” were more 
OLNHO\� WR� KDYH� DQ� DFFXUDWH� LGHD� RI�
their prognosis, compared to those 
ZKRVH�SK\VLFLDQV�ZRXOG�GHIHU�VXFK�D�
discussion (18.5% vs 7.6%; odds ratio 
>25@� �����������FRQ¿GHQFH�LQWHUYDO�
[CI], 1.39 to 7.52; P = 0.006). 
“The strikingly lower rate of reporting 

an accurate estimate of life expectancy 
among patients whose most-important-
doctor did not report discussing prognosis 
‘now’ is particularly noteworthy,” observe 
the authors. “This suggests that some 
patients may be hindered from having an 
accurate understanding of their prognosis 
if the doctors whom they are relying on 
for their key decisions about their cancer 
tend to delay or are reluctant to discuss 
prognosis with them.” 

PHYSICIAN FINDINGS
• Most key physicians (70.8%) reported 

they would discuss prognosis “now” 
with patients estimated to have four to 
six months to live.

• 12.8% of physicians said they would 
discuss prognosis only if the patient/
family brought it up. 

�� 7KHUH�ZDV� QR� VLJQL¿FDQW� DVVRFLDWLRQ�
between physician specialty and patient 
prognosis awareness.
7KH�¿QGLQJV�VXJJHVW�WKDW�³SK\VLFLDQV¶�

communication behaviors may play an im-
portant role in explaining the very low rate 
of prognostic understanding we observed 
among patients with incurable cancers,” 
comment the authors.

“When physicians are 
engaged, given the right 

tools and the right systems, 
we do the right thing.”

— von Gunten,
Journal of Palliative Medicine
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However, physician communication 
style may be only one of the possible 
IDFWRUV� LQÀXHQFLQJ�SDWLHQW� DZDUHQHVV�RI�
prognosis, they suggest. The other half of 
the communication dyad — the patient 
— may sometimes misinterpret what has 
been said, fail to absorb imparted infor-
mation, or prefer to delay or evade any 
mention of prognosis. 

“Nevertheless,” they write, “the asso-
ciation between most-important-doctors’ 
propensity to discuss prognosis and pa-
tients’ prognosis awareness was robust 
to several sensitivity analyses where we 
UHFODVVL¿HG�WKHVH�UHVSRQVHV�´

The authors suggest that efforts be made 
to identify health care professionals with 
important roles in patients’ medical deci-
sion making and help them to enhance 
their communication skills. Further 
research is also needed regarding styles 
and content of prognosis discussions, to 
determine approaches that can maximize 
patient understanding.

PATIENTS WILLING TO 
RESPOND TO PHYSICIANS’ 

PALLIATIVE CARE REFERRALS

Patients with advanced cancer and self-
LGHQWL¿HG�XQPHW�FDUH�QHHGV�DUH�OLNHO\�WR�
agree when interviewed that they could 
use the services of a palliative care team, 
but say they are unlikely to ask for a refer-
ral. However, most patients report they 
would be very likely to see a palliative 
care specialist if their oncologist recom-
mends it. 

“One of the challenges in efforts to im-
prove the quality of life for patients with 
advanced cancer is matching provision of 
subspecialty palliative care to the patients 
who need it most,” write the authors. 
³7KHVH�¿QGLQJV�VLJQDO�WKH�LPSRUWDQFH�RI�
HQVXULQJ� WKDW�RQFRORJLVW� UHIHUUDOV� UHÀHFW�
patient needs.”

Investigators analyzed survey data gath-
ered on 169 patients (mean age, 62 years) 
with advanced cancer who were receiving 
ongoing care at one of two Pittsburgh aca-

demic cancer centers between December 
2011 and April 2012. The most common 
cancer diagnoses were breast (32%) and 
lung (18%). Median length of time since 
cancer diagnosis was 46 months. 

OVERALL FINDINGS

�� ����RI�SDWLHQWV�LGHQWL¿HG�DW�OHDVW�RQH�
unmet need. 

• The most commonly cited unmet 
palliative care needs were related to 
symptoms (62%) and psychological/
emotional distress (62%).  

KEY FINDINGS

• In adjusted analysis, unmet needs were 
associated with higher patient-per-
ceived need for subspecialty palliative 
care services, especially for psychologi-
cal/emotional distress (odds ratio [OR], 
����������FRQ¿GHQFH�LQWHUYDO�>&,@�������
to 1.58; P = 0.01) and symptom needs 
(OR, 1.27; 95% CI, 1.01 to 1.60; P = 
0.04).  

�� 1R� VLJQL¿FDQW� DVVRFLDWLRQ�ZDV� IRXQG�
between patients’ reports of unmet 
needs and their likelihood of requesting 
palliative care services. 

• However, patient-reported willingness 
to see a palliative care specialist if their 
oncologist recommended it was rated as 
high overall (8.6 on a scale of 1 to 10).  
“Easily administered screening tools 

may help oncologists identify and refer 
WKHLU� SDWLHQWV�ZKR�ZRXOG�PRVW� EHQH¿W�
from palliative care services,” suggest the 
authors. Targeting education concerning 
WKH�EHQH¿WV�RI�SDOOLDWLYH�FDUH�WR�RQFROR-
gists may also help increase appropriate 
referrals, they add.

“Finally, this data highlights the im-
portance of facilitating and improving 
delivery of palliative care within oncology 
practices.”

A CALL FOR DECISION-MAKING 
SUPPORT FOR PHYSICIANS

“Patients with advanced cancer identify 

many unmet palliative care needs because 
they are waiting for their doctor to initiate 
it,” writes Journal of Palliative Medicine 
HGLWRU�LQ�FKLHI�&KDUOHV�)�� YRQ�*XQWHQ��
MD, PhD. “We know that physicians are 
willing to tell patients their prognosis if 
asked; patients want to know their progno-
sis if their doctor brings it up.” And “if the 
doctor does discuss prognosis, the patient 
remembers it.”

Traditionally, the practice of medicine is 
three-pronged: diagnosis (“What’s wrong 
with me?”); prognosis (“What will happen 
to me?”); and treatment (“What can be 
done to help me?”). But modern medicine 
struggles to incorporate prognosis into 
standard practice by helping physicians 
know when and how to tell their patients 
what is likely to happen to them, observes 
YRQ�*XQWHQ�

What is needed is the same level of in-
formation technology used to enhance the 
delivery of quality care in other facets of 
medicine, applied to providing aids to phy-
sicians in predicting survival, discussing 
prognosis, and facilitating end-of-life care 
SODQV��)RU�H[DPSOH��YRQ�*XQWHQ�VSHFXODWHV�
about a computer-driven decision-making 
tool with a pop-up box saying, “Your 
patient has a prognosis of three months.” 

“When physicians are engaged, given 
the right tools and the right systems, we 
GR�WKH�ULJKW�WKLQJ�´�VWDWHV�YRQ�*XQWHQ��³:H�
have the information technology. We are 
now in a period when systemization of 
care is acknowledged to improve care at 
lower cost. Why wait?”

Source: “Physicians’ Propensity to Discuss Prog-
nosis Is Associated with Patients’ Awareness of 
Prognosis for Metastatic Cancers,” Journal of 

Palliative Medicine; June 2014; 17(6):673-682. 
Liu PH, et al; Department of Health Care Policy, 
Harvard Medical School, Boston. “Do Patients 
with Advanced Cancer and Unmet Palliative Care 
Needs Have an Interest in Receiving Palliative 
Care Services?” ibid., pp. 667-672. Schenker 
Y, et al; Section of Palliative Care and Medical 
Ethics, Division of General Internal Medicine, 
Department of Medicine, University of Pittsburgh, 
Pittsburgh. “Prognosis: How Long Do We Wait 
for the Doctor?” ibid., pp. 634-635. Von Gunten 
CF, journal Editor-in-Chief.
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Experts Outline Drug-Free ‘DICE’ Approach to
Managing Dementia Behavioral Symptoms

Behavioral symptoms, which are among 
WKH�PRVW�GLI¿FXOW� DVSHFWV�RI� FDULQJ� IRU�
people with dementia, occur in all types 
of dementia and affect nearly 98% of these 
patients at some point. These noncogni-
tive neuropsychiatric symptoms (NPS) 
are associated with poor outcomes for 
both patients and caregivers, and account 
for about 30% of the cost of caring for 
community-dwelling individuals, accord-
ing to an article published in the Journal of 
the American Geriatrics Society. 

“Innovative approaches are needed to 
support and train the front-line providers 
for the burgeoning older population with 
behavioral symptoms of dementia,” says 
lead author Helen C. Kales, MD, director 
of geriatric psychiatry at the University of 
Michigan Health System, Ann Arbor. “We 
believe that the DICE approach offers cli-
nicians an evidence-informed, structured 
clinical reasoning process that can be 
integrated into diverse practice settings.”

DICE (Describe, Investigate, Create, 
Evaluate) is the acronym for the prag-
matic, step-wise approach to managing 
NPS developed in 2011 by a specially con-
vened multidisciplinary panel of clinical 
and research experts. It aims to treat NPS 
effectively while reducing the unnecessary 
use of psychotropic medications. 

Treatments for NPS are pharmacologi-
cal, medical, and nonpharmacological 
(“behavioral and environmental interven-
tions”). The federal Food and Drug Ad-
ministration has not approved any drugs 
for NPS, but psychotropic medications 
are frequently the primary approach to 
managing these symptoms.  
2I�PLQLPDO�SURYHQ� HI¿FDF\� LQ� WUHDW-

ing NPS, psychotropic medications such 
DV� DQWLSV\FKRWLFV� FDUU\� VLJQL¿FDQW� ULVN�
of adverse effects (stroke, heart attack, 
death), note the authors. In contrast, 
nonpharmacological techniques have a 

substantial evidence base, and are increas-
LQJO\�UHFRJQL]HG�DV�WKH�¿UVW�OLQH�DSSURDFK�
in state-of-the-art dementia care. But, they 
have yet to be successfully incorporated 
into real-world clinical settings. 

TREATING THE PATIENT-
CAREGIVER UNIT

Because the behavioral symptoms of 
dementia affect the quality of life of both 
patients and their family caregivers in the 
home, the DICE approach addresses NPS 
management by evaluating patient, care-
giver, and environmental perspectives.

“The approach is inherently indi-
vidual- and caregiver-centered, because 
concerns of individuals with dementia 
and their caregivers are integral to each 
step of the process,” write the authors. 

Behavioral symptoms of dementia can 
include aggression, agitation, anxiety, 
depression, sleep disturbances, delusions, 
hallucinations, and disinhibition. These 
can trigger hospitalization and early 
nursing home placement of the patient, 
caregiver stress and depression, and re-
duced caregiver employment.

The authors use a case example to 
illustrate a scenario that could typically 
result in psychotropic medication rather 
than behavioral and environmental in-
terventions. The article includes two 
tables: one outlines patient, caregiver, 
and environmental considerations for 
each DICE step; the other lists behavioral 
DQG� HQYLURQPHQWDO�PRGL¿FDWLRQ� VWUDWH-
gies organized by general domains and 
VSHFL¿F�WDUJHWV� 

THE DICE APPROACH

Describe. Characterize the NPS. Ask 
the caregiver to describe the problematic 
behavior and the context in which it oc-
curs. If possible, elicit the patient’s per-
spective. Determine which aspect of the 

symptom is most distressing to each. This 
will help in evaluation of the caregiver’s 
knowledge of dementia and NPS.
,QYHVWLJDWH� Examine, exclude, and 

LGHQWLI\�SRVVLEOH�XQGHUO\LQJ�DQG�PRGL¿-
able causes. Consider patient factors, such 
as current medications and the presence 
of undetected medical conditions or pain. 
Evaluate the caregiver’s understanding of 
dementia, communication style, and ex-
pectations.  Assess the home environment 
for under- or over-stimulation and safety.

Create. Collaborate with the caregiver 
and team members to create and imple-
PHQW�D�WUHDWPHQW�SODQ��$GGUHVV�¿UVW�DQ\�
physical problems the patient may have. 
Develop strategies for improving care-
giver skills and well-being. Ensure the 
VDIHW\�DQG�HQKDQFHPHQW��RU�VLPSOL¿FDWLRQ��
of the environment. 
(YDOXDWH� Assess whether the rec-

ommended interventions have been 
implemented by the caregiver safely and 
effectively. If the caregiver did not attempt 
an intervention, try to understand why and 
¿QG�VROXWLRQV��
³%HFDXVH�136� FKDQJH� DQG�ÀXFWXDWH�

over the course of dementia, ongoing 
monitoring of behaviors is essential, and 
removal of interventions, especially medi-
cations, should be considered from time to 
time,” suggest the authors.

The Centers for Medicare and Medicaid 
Services has reviewed the DICE approach, 
DQG�SODQV�WR�LQFOXGH�LW�DV�DQ�RI¿FLDO�SDUW�LQ�
its toolkit promoting nonpharmacological 
approaches in dementia. 

Source: “Management of Neuropsychiatric 
Symptoms of Dementia in Clinical Settings: 
Recommendations from a Multidisciplinary Ex-
pert Panel,” Journal of the American Geriatrics 

Society; April 2014; 62(4):762-769. Kales HC, et 
al; for the Detroit Expert Panel on the Assessment 
and Management of the Neuropsychiatric Symp-
toms of Dementia; Section of Geriatric Psychiatry, 
Department of Psychiatry, University of Michigan.
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www.aahpm.org
American Academy of Hospice

and Palliative Medicine

www.eperc.mcw.edu
End-of-Life/Palliative Education

Resource Center (EPERC)

www.epec.net
The EPEC Project (Education in Palliative

and End-of-Life Care)

www.nhpco.org
National Hospice & Palliative

Care Organization

www.caringinfo.org
Caring Connections: National Consumer 

Engagement Initiative to Improve

End-of-Life Care

www.promotingexcellence.org
Promoting Excellence in

End-of-Life Care

www.hospicefoundation.org
Hospice Foundation of America

www.americanhospice.org
American Hospice Foundation

www.hpna.org
Hospice and Palliative Nurses

Association

www.hospicenet.org
Resources for Patients and Families

www.abcd-caring.org
Americans for Better Care of the Dying

www.mcw.edu/palliativecare.htm
Medical College of Wisconsin

Palliative Care Center

www.painpolicy.wisc.edu
University of Wisconsin Pain

and Policy Studies Group

www.capc.org
Center to Advance Palliative Care

www.stoppain.org
Pain Medicine & Palliative Care,

Beth Israel Medical Center

End-of-Life Care WebsitesPOLST Forms Found Effective in
Honoring Patients’ End-of-Life Wishes

Seriously ill patients whose preferences concerning hospitalization near the 
end of life are documented in a POLST (Physician Orders for Life-Sustaining 
Treatment) form in the medical record are likely to have their wishes respected, 
according to a report published in the Journal of the American Geriatrics Society.

“Because emergency medical service protocol is to provide full treatment in-
cluding resuscitation and transport to a hospital, Americans who prefer otherwise 
need to plan in advance and make their wishes known,” write the authors. “In this 
study, we found striking differences in how many patients died in hospitals versus 
at home depending on how their POLST forms were completed.” 

POLST forms, usually printed on brightly colored paper, are medical orders 
signed by the patient’s physician, nurse practitioner, or physician assistant fol-
lowing a discussion of the patient’s preferred treatment plan. The forms are valid 
across settings, and designed to be quickly understandable by medical profes-
sionals in emergency situations. For instance, the comfort measures only (CMO) 
order states, “Patient prefers no transfer to hospital for life-sustaining treatments. 
Transfer if comfort needs cannot be met in current location…. Maximize comfort 
through symptom management.” 

In the largest research project to date on the outcomes of a POLST program, 
investigators analyzed data from the Oregon Center for Health Statistics on 58,000 
people who died of natural causes in 2010 and 2011. Nearly 18,000 (30.9%) of 
these had a POLST form in the state’s POLST registry. Orders for scope of treat-
ment included: comfort measures only (66.1%); limited interventions (26.7%); 
and full treatment (6.4%).

KEY FINDINGS

�� ������RI�SDWLHQWV�ZKR�VSHFL¿HG�IXOO�WUHDWPHQW�GLHG�LQ�WKH�KRVSLWDO��D�JUHDWHU�
percentage than among those who had no POLST orders (34.2%).

• 22.4% of patients who requested limited interventions died in the hospital.
• Only 6.4% of those with CMO orders died in the hospital. 

“Although it is probably more important how you die than where you die, where 
you die can strongly affect how you die,” comment the authors. “Dying in the hos-
pital involves different treatment options, support, personnel, and challenges” than 
does dying in long-term care or at home with hospice.

The programs are implemented by individual states and regions, and must be 
endorsed by the POLST task force. (Levels of program status are: mature [number 
of state programs = 2], endorsed [n = 13], developing [n = 28], and no program 
[n = 8].) To date, only the programs in West Virginia and Oregon have achieved 
“mature” status.  

The POLST online site provides a list of all U.S. states and the District of Co-
lumbia, with information on each state’s program status, links to individual state 
program websites, and local contact information. Visit ZZZ�SROVW�RUJ�

Source: “Association between Physician Orders for Life-Sustaining Treatment for Scope of Treat-
ment and In-Hospital Death in Oregon,” Journal of the American Geriatrics Society; Epub ahead 
of print, June 9, 2014; DOI: 10.1111/jgs.12889. Fromme EK et al; Division of Hematology and 
Medical Oncology, Oregon Health & Science University, Portland, Oregon.
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Now in its 16th year of publication, Quality of Life 

Matters is recommended as an educational 
resource by the American Academy of Hos-
pice and Palliative Medicine. The periodical 
is dedicated solely to end-of-life care news and 
FOLQLFDO�¿QGLQJV�DQG�LV�UHVHDUFKHG�DQG�ZULWWHQ�
by professional medical journalists special-
izing in covering palliative care issues. It is an 
LQGHSHQGHQW�SXEOLFDWLRQ��LW�LV�QRW�DI¿OLDWHG�ZLWK�
any health care organization or company. The 
quarterly newsletter is published by Quality of 
/LIH�3XEOLVKLQJ�&R���D�¿UP�GHGLFDWHG�WR�HDVLQJ�
the way for patients with life-limiting illnesses 
and their families.

© 2014 by Quality of Life Publishing Co. All 
rights reserved. No part of this newsletter may 
be reproduced without prior permission of the 
publisher. For reprint requests or information: 

Mail: 6210 Shirley St., Ste. 112
Naples, FL 34109

Phone: 239-513-9907
Toll Free: 1-877-513-0099

Email: info@QoLpublishing.com  
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We customize copies of the newsletter for 
hospices and other organizations to provide as 
an educational service for their local clinicians. 
For information and rates:

TOLL FREE

1-877-513-0099

Quality of Life Matters® is a registered trademark of 

Quality of Life Publishing Co.
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End-of-Life Care
Meetings for Clinicians

$PHULFDQ�$FDGHP\�RI�3DLQ�0DQDJHPHQW���WK�$QQXDO�&OLQLFDO�0HHW-
LQJ��([SORULQJ�WKH�6FLHQFH��3UDFWLFLQJ�WKH�$UW� September 18–21, 2014, 
JW Marriott Desert Ridge, Phoenix, AZ. Website: www.aapainmanage.org

3DOOLDWLYH�&DUH�LQ�2QFRORJ\�6\PSRVLXP��3DWLHQW�&HQWHUHG�&DUH�DFURVV�
the Cancer Continuum. October 24–25, 2014, Westin Boston Waterfront, 
Boston, MA. An inaugural event cosponsored by the American Academy of 
Hospice and Palliative Medicine, the American Society of Clinical Oncolo-
gy, the American Society for Radiation Oncology, and the Multinational As-
sociation of Supportive Care in Cancer. Email: meetings@asco.org. Phone: 
877-457-4822. Website: pallonc.org 

1DWLRQDO� +RVSLFH� DQG� 3DOOLDWLYH� &DUH� 2UJDQL]DWLRQ� ��WK� &OLQLFDO�
7HDP�&RQIHUHQFH�DQG�3HGLDWULF�,QWHQVLYH� October 27–29, 2014,�*D\-
lord Opryland Resort and Convention Center, Nashville, TN. Website: 
www.nhpco.org

��WK�:RUOG�&RQJUHVV�RI�WKH�(XURSHDQ�$VVRFLDWLRQ�IRU�3DOOLDWLYH�&DUH��
%XLOGLQJ�%ULGJHV� May 8–10, 2015, Copenhagen, Denmark. Contact: Heidi 
Blumhuber. Email: heidi.blumhuber@istitutotumori.mi.it. Website: www.
eapc-2015.org

�����$QQXDO�6FLHQWL¿F�0HHWLQJ�RI�WKH�$PHULFDQ�*HULDWULFV�6RFLHW\� May 
15–17, 2015, Suburban Washington, DC (National Harbor, MD). Website: 
www.americangeriatrics.org
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