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Hospice Care Linked to Improved Outcomes,
Better Patient Experience, National Study Finds

Experts call for ‘greater expansion of hospice use’ 

Inside:
NewsLine........................... 1–3
 Hospice Care Linked to Improved 

Outcomes, Better Patient Experience, 
National Study Finds

 Heart Disease and Stroke Patients 
 Need Palliative/Hospice Care, 
 Says AHA/ASA Policy Statement

Research Monitor............. 4–6
	 Hospice	Benefits	for	Patients	with	

Advanced Lung Cancer Include Less 
Aggressive Care, Longer Survival

 Feeding Tube Use in Decline in 
	 Patients	with	Advanced	Dementia
 Hematologists Accept Standard Quality 

End-of-Life	Measures,	Urge	Increased	
Access to Hospice Care

Clinician Resources............. 7
	 Terminally	Ill	Patients	May	Not	View	

Mortality	as	the	Worst	Outcome

Continued on Page 3

Enrollment in hospice during the last 
six months of life is associated with im-
proved patient satisfaction and pain con-
trol, as well as fewer hospital days and 
lower rates of hospital and intensive care 
unit (ICU) mortality among Medicare 
patients, according to a report published 
in BMJ Supportive & Palliative Care. 

“Consistent with other studies demon-
strating benefit, the use of hospice care 
is associated with better quality-of-care 
outcomes, including patient-centered 

care metrics,” write the authors, adding 
that their findings highlight the impor-
tance of “greater expansion of hospice 
use to reduce deaths in the hospital set-
ting and improve the quality of care for 
chronically ill patients.” 

Investigators analyzed data from the 
Dartmouth Atlas of Health Care Report 
of 2012 and the American Hospital As-
sociation survey database for the same 
year regarding 236 U.S. academic medi-
cal centers rated as the best hospitals for 
clinical excellence in 2012-2013 by the 
U.S. News and World Report. 

Patients represented in the study were 
more than 163,000 Medicare beneficia-
ries who died in 2010 and had been hospi-
talized one or more times in the previous 
two years for at least one of the following 
nine chronic illnesses associated with 
high mortality rates: malignant cancer/
leukemia, chronic pulmonary disease, 
coronary artery disease, congestive heart 
failure, peripheral vascular disease, se-
vere chronic liver disease, diabetes with 
end-organ damage, chronic renal failure, 
and dementia. 

KEY FINDINGS

• 46.8% of patients were enrolled in 
hospice in the last six months of life. 

• 31.1% of all patients died in the hospital.
• 21.9% of patients died in an ICU. 

Hospice care in the last six months of 
life was associated with the following 
variables representing high-value end-
of-life care. These included: 
• Fewer hospital deaths (linear correla-

tion coefficient [r] = 0.842; P = 0.01) 
• Reductions in hospital days (r = 0.517; 

P = 0.01) 
• Better pain control (r = 0.491; P = 0.01) 
• Patient satisfaction ratings (r = 0.448; 

P = 0.01) 
• Fewer deaths in an ICU (r = 0.358; P 

= 0.01) 
In additional analyses, structural equa-

tion modeling (SEM) identified the use of 
hospice care as inversely related to hospi-
tal mortality (SEM coefficient = -0.885; P 
= 0.01), ICU mortality (SEM coefficient 
= -0.457; P = 0.01), and number of days 
hospitalized in the last six months of life 
(SEM coefficient = -0.517; P = 0.01). 
Hospitals that used hospice care had 
higher patient reports of satisfaction.  

“The results of this investigation dem-
onstrate that greater use of hospice care 
during the last six months of life is asso-
ciated with improved patient experience, 
including satisfaction and pain control, 
as well as clinical outcomes of care, 
including decreased ICU and hospital 
mortality,” write the authors. 
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Heart Disease and Stroke Patients Need Palliative/Hospice Care, 
Says AHA/ASA Policy Statement

A new policy statement issued jointly 
by the American Heart Association 
(AHA) and American Stroke Association 
(ASA) promotes the routine integration 
of palliative care into the management of 
advanced cardiovascular disease (CVD) 
and stroke patients, and urges timely re-
ferral of appropriate patients to hospice 
care. The statement was published in the 
journal Circulation.

“Palliative care provides that much-
needed level of support for patients and 
families dealing with cardiovascular 
disease and stroke,” says Lynne Braun, 
CNP, PhD, lead author and chair of the 
AHA committee that produced the state-
ment. “This approach to care can help 
patients better understand the disease they 
are fighting, their treatment options, and 
their prognosis.   

“More than that, it can give them the 
strength they need to carry on in their 
day-to-day life by easing the burden of 
care for the family, as well as providing 
extra relief from symptoms, distress, and 
pain the patient may be experiencing,” 
adds Braun. 

Heart failure affects an estimated 5.7 
million Americans over 20 years of age, 
and about 6.6 million Americans in that 
age group have had a stroke, notes the 
statement. These patients frequently have 
long-term poor health-related quality of 
life (HRQOL) due to deteriorating health, 
symptom distress, and complex care 
regimens. In addition, their caregivers 
often experience psychological stress and 
significant burden. 

Palliative care, which is “critical” to 
those with heart disease or stroke and 
their families, is defined as “patient- 
and family-centered care that optimizes 
HRQOL by anticipating, preventing, and 
treating suffering.” The statement urges 
that palliative care be integrated early in 

the disease course by the patient’s primary 
treating interdisciplinary care team; if 
needed, the team can work with palliative 
care specialists to address more complex 
and challenging needs and concerns.  

INTEGRATED PALLIATIVE CARE: 
• Helps meet the priority needs of patients  
• Supports clinical care best practices  
• Better aligns care with patient prefer-

ences 
• Contributes to improved quality of care 

and outcomes for patients and families 
• Improves preparation for end-of-life 

care 

END-OF-LIFE PREPARATION 
CVD’s unpredictable disease trajectory 

can prevent clinicians from discussing 
future care options and end-of-life is-
sues with patients and their families, the 
authors note. “However,” they continue, 
“this communication simply must take 
place.” They suggest that uncertainty be 
used as a trigger for exploration of patient 
values, rather than as a reason to avoid 
discussing prognosis and goals of care. 
“[I]t is essential that discussions about 

health status, disease progression, and 
prognosis begin early in the trajectory of 
HF,” they write. “These conversations are 
important and need to occur over time.” 

Patient preferences should also be 
elicited early in the disease course, the 
authors urge. “The early elicitation of 
patient preferences may be especially 
important in the CVD population, consid-
ering the numerous options of diagnostic 
testing and advanced therapies even in 
end-stage disease.”

HOSPICE 
“Despite the availability of hospice 

care, most patients dying of advanced 
CVD die in hospitals,” write the authors. 
They note that the goal of hospice care is 
to support a peaceful death for the patient 
while providing support for the family. 
Hospice services include in-home visits, 
provision of requisite medications and 
equipment, 24-hour emergency hotlines, 
in-patient hospice care, and support and 
relief for the family caregivers. 

“Heart failure patients enrolled in 
hospice have been found to have longer 

Continued on Page 3

•	 Improved	 patient	 and	 caregiver	 understanding	 of	 disease,	 treatment,	 and	
prognosis 

•	 Improved	treatment	of	symptoms	and	relief	of	suffering	
•	 Shared	decision	making	based	on	patient	values,	preferences,	and	goals
•	 Enhanced	patient-clinician	communication	
•	 Individual	advance	care	planning	based	on	benefits,	risks,	and	burdens	of	care
•  Improved patient and caregiver outcomes 
•	 Improved	preparation	for	end-of-life	and	associated	care
•  Bereavement support

Benefits of Integrating Palliative Care
into CVD and Stroke Patient Care

— AHA/ASA Policy Statement, Circulation

THIS WEBSITE NEWSLETTER is not intended for general distribution. Please contact 877-513-0099 or info@qolpublishing.com for electronic licensing rights.



Quality of Life Matters®Nov/Dec/Jan 2016-2017 Page 3

survival than those not enrolled in hos-
pice,” the authors observe. In addition, 
incorporation of hospice services can 
ease caregiver burden. Nevertheless, 
hospice services “remain underused in 
this population.” 

In addition to promoting the impor-
tance and attributes of palliative and 
hospice care, the AHA/ASA statement 
outlines barriers to delivery of this care, 
and offers specific recommendations for 
policy decisions. 

BARRIERS TO PROVISION OF 
PALLIATIVE/HOSPICE CARE: 

• Reluctance on the part of clinicians 
to refer patients to palliative care, 
sometimes due to lack of knowledge 
about the benefits or due to the lack of 
availability of services 

• Failure to recognize patients for whom 
palliative care would be needed and 
appropriate 

• Limitations in payment systems, al-
though Medicare is beginning to ad-
dress this issue, for instance by now 

Heart Disease and Stroke Patients (from Page 2)

NewsLiNe

Hospice Care Linked to Improved Outcomes (from Page 1)

reimbursing physicians for time spent 
in advance care planning discussions 

• Provider discomfort in communication 
with patients and families about pallia-
tive and hospice care 

• Patient/family lack of awareness of 
or confusion about palliative care and 
hospice services 

• Family dynamics, as well as cultural, 
religious, and language differences 

POLICY RECOMMENDATIONS:
• Reimbursement by federal and state 

agencies for comprehensive delivery 
of palliative care services 

• Data sharing between payers and pro-
viders to better identify patients in need 
of palliative care

• Development of improved payer mod-
els, quality standards, and outcome 
measures 

• Strengthening of health system poli-
cies to address palliative issues for 
hospitalized patients, such as goals of 
care, treatment decision making, family 

caregiver needs, and assistance with 
transition to other care settings

• Education and training of health care 
professionals in palliative care for 
licensure requirements 

• Research that could close knowledge 
gaps regarding optimal palliative care, 
long-term care outcomes, and the ef-
fectiveness of primary palliative care 

“Palliative care is an essential health 
benefit for every chronically ill patient, re-
gardless of his or her background or age,” 
says AHA CEO Nancy Brown. “We hope 
these policy recommendations are adopted 
as soon as possible, so more heart disease 
and stroke patients and their families can 
receive the palliative care they want and 
deserve.” 

Source: “Palliative Care and Cardiovascu-
lar Disease and Stroke: a Policy Statement 
from the American Heart Association/Ameri-
can Stroke Association,” Circulation; Epub 
ahead of print, August 8, 2016; DOI: 10.1161/
CIR.0000000000000438. Braun LT, Grady KL, 
Kutner JS, Adler E, Berlinger N, et al; on behalf 
of the American Heart Association Advocacy 
Coordinating Committee.

TARGETING HIGH-VALUE END-
OF-LIFE CARE

The study’s examination of the asso-
ciation of hospice use with “value-based 
outcomes,” such as high-quality care and 
patient experience, focused on specific 
outcomes that have had plausible asso-
ciations with hospice care but have “not 
been extensively explored,” the study 
authors note.

“Promoting high-value, safe and effec-
tive care is an international healthcare im-
perative,” the authors declare. They point 

out that in the U.S., the 2014 Institute of 
Medicine report, “Dying in America: Im-
proving Quality and Honoring Individual 
Preferences near the End of Life,” stated 
that “providing high-quality care for people 
who are nearing the end of life is a profes-
sional commitment and responsibility.”

The authors conclude,  “As the risk tra-
jectory for death after hospital discharge 
can range from 25% to 35%, and as na-
tionally, 10% to 20% of patients admitted 
to the ICU will die in the ICU, providing 
quality end-of-life care (including integra-

tion of hospice care), patient-centered, and 
family-centered care become important 
goals for targeting healthcare that is fo-
cused on high value.” 

Source: “Exploring the Association of Hospice 
Care on Patient Experience and Outcomes of 
Care,” BMJ	Supportive	&	Palliative	Care; Epub 
ahead of print, August 16, 2016; DOI: 10.1136/
bmjspcare-2015-001001. Kleinpell R, Vasilevskis 
EE, Fogg L, Ely EW; Rush University Medical 
Center and Rush University College of Nursing, 
Chicago; Department of Medicine, Vanderbilt 
University Medical Center, Veteran’s Affairs, 
Tennessee Valley Geriatric Research Education 
Clinical Center (GREDD), Nashville, Tennessee. 
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Fewer hospitalizations, intensive care 
unit (ICU) admissions, and emergency 
department (ED) visits in the last 30 days 
of life were experienced among patients 
with advanced non-small cell lung can-
cer (NSCLC) receiving hospice services 
compared to those with no hospice. In 
addition, these hospice patients had a 
significantly longer survival than their 
nonhospice counterparts, according to a 
report published in the Journal of Pallia-
tive Medicine. 

“This study demonstrates that, among 
patients with metastatic NSCLC, hospice 
enrollment was associated with optimized 
end-of-life oncological care and a signifi-
cantly longer median survival,” write the 
authors. “The results of this study add to 
the growing body of evidence supporting 
the utility and benefits of hospice services 
in the care of stage IV NSCLC patients, 
without incurring a lower survival rate.”

Investigators analyzed data from the 
medical records of 197 deceased NSCLC 
patients (mean age, 67 to 69 years) diag-
nosed with stage IV disease at one of two 
tertiary medical centers in the same North 
Carolina county from 2008 to 2010. The 
majority of both hospice and nonhospice 
patients were white (72.9% and 80.4%, 
respectively) and male (58.3% and 62.7%, 
respectively).

OVERALL: 
• 73.8% of patients enrolled in hospice. 
• Median length of hospice stay was 48.9 

days (range, 1 to 396 days). 
• 15.8% of hospice patients were enrolled 

for ≤ 7 days. 
Overall, patients not enrolled in hospice 

were significantly more likely to die in an 
acute care setting (P < 0.0001). “Patients 
who die in these acute care settings often 
experience greater distress and poorer 

quality of life than those who pass away in 
their homes,” comment the authors. 

“A benefit of hospice includes access 
to another inpatient alternative [i.e., 
inpatient hospice care], which is able to 
provide a high level of supervision and 
skilled nursing care often required at the 
EOL, but in a less severe and intimidating 
environment for the patient, their family, 
and caregivers.” 

KEY FINDINGS
In the last 30 days of life, hospice 

patients had a significantly lower mean 
number per patient of: 
• Hospitalizations (0.44 hospice vs 0.84 

nonhospice; P = 0.0003) 
• ED visits (0.36 hospice vs 0.67 nonhos-

pice; P = 0.0062) 
• ICU admissions (0.0086 hospice vs 

0.16 nonhospice; P = 0.0004) 
A lower percentage of hospice patients 

were administered a new chemothera-
peutic agent in the last 30 days of life 
(3.47% hospice vs 11.76% nonhospice; P 
= 0.0038) or any chemotherapy in the last 
14 days of life (1.39% hospice vs 13.73% 
nonhospice; P = 0.0014). 

Median survival, measured from diag-
nosis to death, was significantly longer 
for hospice patients than for nonhospice 
patients (145.5 days vs 87 days; P = 0.02). 
Analysis of estimated survival probability 
up to one year after diagnosis “clearly 
demonstrated” higher survival probability 
of hospice patients (225.4 days vs 179.8 
days), the authors note.

Lung cancer is the leading cause of can-
cer-related deaths in the U.S., and NSCLC, 
which is often already at an advanced stage 
when initially diagnosed, is its most com-
mon form. Curative treatments are rarely 
effective in and seldom offered to these 

Stage IV patients, the authors note. 
“This raises an opportunity for the 

incorporation of palliative medicine, in 
the forms of both early palliative care 
and hospice services, for which NSCLC 
patients are often eligible at the time of 
diagnosis,” the authors write. “Early pal-
liative care can inform the use of hospice 
services as well as smoothing the transition 
to hospice and optimizing length of stay 
there before death.”

Among all patients in both the hospice 
and nonhospice groups, 28% of patients 
received a palliative care consultation. 
However, note the authors, “Early pallia-
tive care was rarely evidenced, as the vast 
majority of the consults occurred in the 
inpatient setting within three weeks of the 
patient’s death.” Further, formally struc-
tured palliative care programs were not 
available for NSCLC patients at the study 
settings during the period studied, which 
was prior to publication of studies demon-
strating the benefit of early palliative care 
for these patients, the authors note.

ENCOURAGING FINDINGS
The finding that nearly three-quarters 

of patients entered hospice following 
diagnosis with advanced lung cancer 
demonstrates “a shift in the utilization 
of hospice care among this population,” 
since previously reported rates have been 
below 50%, note the authors. “We are 
encouraged by this transition in care as 
the patients who received hospice services 
were found to have less intense end-of-
life care in contrast to their nonhospice 
enrolled counterparts.”

Although there was no significant dif-
ference between the hospice and nonhos-
pice groups in mean number of hospital 
admissions or mean number of lines of 

Continued on Page 5

Hospice Benefits for Patients with Advanced Lung Cancer 
Include Less Aggressive Care, Longer Survival
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Hospice Benefits for Patients with Advanced Lung Cancer (from Page 4)

chemotherapy received from diagnosis to 
death, the findings that in the last month 
of life, hospice patients had significantly 
fewer hospitalizations, ED visits, and 
ICU admissions demonstrates “a more 
optimal end-of-life time course,” observe 
the authors.

Also of encouraging note, and consis-
tent with several previous studies, the cur-
rent findings show that stage IV NSCLC 

patients enrolled in hospice services had 
a significantly longer median survival 
than their nonhospice counterparts, point 
out the authors. 

“Moreover, they also received opti-
mized end-of-life oncological care..., 
which is theorized to be one of the 
potential mechanisms of their longer 
survival,” the authors write. “It is also 
proposed that hospice services provide 

Feeding Tube Use in Decline in Patients with Advanced Dementia
Insertion of a feeding tube in nursing 

home patients with advanced dementia 
who develop difficulty with eating — a 
common symptom in this terminal illness 
— has decreased by about 50% over 14 
years and across racial groups, although 
its use remains relatively higher among 
African-American patients, according to 
a research letter published in the Journal 
of the American Medical Association.

“This decline parallels the emergence 
of research, and subsequent expert opin-
ion and recommendations by national 
organizations discouraging this practice,” 
write the authors, led by Susan L. Mitch-
ell, MD, MPH, of the Hebrew SeniorLife 
Institute for Aging Research at Harvard 
University in Boston, who has been 
reporting her findings on the effects of 
tube feeding in this population for about 
two decades.  

In 2014, the American Geriatrics So-
ciety (AGS) issued a position statement 
advocating against the use of feeding 
tubes in patients with advanced dementia. 
In the previous year, the organization led 
its list of “Ten Things Clinicians and Pa-
tients Should Question” as part of Choos-
ing Wisely®, an initiative of the ABIM 
Foundation, with the following statement: 

“Don’t recommend percutaneous feed-

ing tubes in patients with advanced 
dementia; instead offer oral assisted 
feeding,” states the AGS. “Careful hand-
feeding for patients with severe dementia 
is at least as good as tube-feeding for the 
outcomes of death, aspiration pneumonia, 
functional status, and patient comfort. 
Food is the preferred nutrient.” 

Further, there are risks and burdens 
associated with the interventions that do 
not outweigh any potential benefit, noted 
the AGS. “Tube feeding is associated 
with agitation, increased use of physical 
and chemical restraints, and worsening 
pressure ulcers.” 

Investigators analyzed data on 71,251 
nursing home residents with advanced 
dementia who had a new feeding tube 
inserted in the 12 months following devel-
opment of an eating dependency between 
2000 and 2014. Patient characteristics, 
which were similar across the study years, 
included the following: mean age, 84 
years; female, 76.4%; white, 85.6%; Afri-
can American, 9.5%; prior stroke, 13.6%. 

FROM 2000 TO 2014:
• The overall proportion of patients 

receiving feeding tubes dropped from 
11.7% to 5.7% (adjusted risk ratio 
[ARR], 0.41; 95% confidence interval 

[CI], 0.38 to 0.45). 
• Among white patients, feeding tube 

insertion declined from 8.6% to 3.1% 
(ARR, 0.37; 95% CI, 0.33 to 0.41). 

• Among African-American patients, the 
drop was from 37.5% to 17.5% (ARR, 
0.47; 95% CI, 0.41 to 0.55). 

• African-American residents were 
significantly more likely than white 
residents to be tube fed in 2000 (ARR, 
4.4; 95% CI, 4.0 to 4.7) and even more 
likely compared to whites in 2014 
(ARR, 5.6; 95% CI, 5.0 to 6.2).
Fiscal and regulatory policies are 

needed, urge the authors, to ensure that 
racial disparities in the use of tube feeding 
in this population are reduced, and to both 
discourage the use of feeding tubes and 
to “promote a palliative approach to feed-
ing problems in patients with advanced 
dementia.” 

Source: “Tube Feeding in U.S. Nursing Home 
Residents with Advanced Dementia, 2000-2014,” 
Journal	 of	 the	American	Medical	 Association;	
August 16, 2016; 316(7):769-770. Mitchell SL, 
Mor V, Gozalo PL, Servadio JL, Teno JM; Hebrew 
SeniorLife Institute for Aging Research, Harvard 
Medical School, Boston; Center for Gerontology 
and Health Care Research, Brown University, 
Providence, Rhode Island; Cambia Palliative 
Care Center of Excellence, University of Wash-
ington, Seattle.

better monitoring, palliative treatment, 
and increased social support, factors 
which have individually been associated 
with improved survival.” 

Source: “The Impact of Hospice Services in the 
Care of Patients with Advanced Stage Nonsmall 
Cell Lung Cancer,” Journal	of	Palliative	Medicine;	
Epub ahead of print, August 25, 2016; DOI: 
10.1089/jpm.2016.0064. Duggan KT, Duffus 
SH, et al; Wake Forest Baptist Medical Center, 
Winston-Salem, North Carolina.
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Hematologists Accept Standard Quality End-of-Life Measures, 
Urge Increased Access to Hospice Care

In a nationwide survey, a majority of 
hematologic oncologists endorsed stan-
dard measures of quality end-of-life 
(EOL) care for patients with solid tumors 
as acceptable for their patients with blood 
cancer. Nearly all believed the top barrier 
to delivery of quality care was unreal-
istic patient expectations (97.3%) and 
supported increasing access to hospice 
(92.2%), according to a report published 
in the Journal of Clinical Oncology. 

The authors had expected that hema-
tologists would find the standard measures 
for solid tumor cancers unacceptable, and 
that uncertainty about prognosis would be 
identified as the major barrier to quality 
EOL care, they note. 

“In contrast to our hypothesis, the 
majority of the hematologic oncologists 
in this large national sample reported 
that current EOL quality measures are 
acceptable for assessing EOL care for 
patients with hematologic cancers,” write 
the authors. “The top barrier to quality 
EOL care reported was unrealistic patient 
expectations, which may be best addressed 
with more timely and effective advance 
care discussions.” 

Investigators analyzed survey responses 
(n = 349) from a national cohort of he-
matologic oncologists (median age, 52 
years; male, 75.6%) surveyed in 2015. 
Respondents were asked to rate eight 
standard oncology end-of-life-care qual-
ity measures (developed for solid tumor 
cancers) plus two new quality measures 
specific to blood cancers as “acceptable” 
or “not acceptable.” Supported accept-
ability overall was defined as agreement 
among at least 55% of respondents.

SUPPORTED QUALITY 
MEASURES INCLUDED:

• No cardiopulmonary resuscitation 
(CPR) in the last 30 days of life (85.1%) 

• No intubation in the last 30 days of life 
(80.5%) 

• No chemotherapy ≤ 14 days before 
death (79.9%) 

• Hospice enrollment > 7 days before 
death (77.9%) 

• No intensive care unit admission within 
the last 30 days of life (63.9%) 

• Not dying in an acute care facility 
(62.5%) 
While about three-quarters of respon-

dents indicated that they learned about 
providing end-of-life care from role 
models (77.4%) or by “trial and error in 
clinical practice” (72.8%), and more than 
half learned from conferences and lectures 
(58.5%), less than one-fifth learned during 
training through rotation on a palliative 
care or hospice service (18.9%). 

“Despite our findings that the majority 
of standard EOL quality measures were ac-
ceptable to hematologic oncologists, there 
seems to be limited translation into clinical 
practice, suggesting significant barriers to 
quality,” suggest the authors. Respondents 
were asked to identify barriers to quality 
care and actions for quality improvement.

IDENTIFIED BARRIERS: 
• Unrealistic patient expectations (97.3%) 
• Clinician concern about taking away 

hope (71.3%) 
• Unrealistic clinician expectations 

(59.0%) 
• Clinician uncertainty about prognosis 

(58.7%) 
• Lack of clinician time (53.3%) 

INTERVENTIONS THAT WOULD 
IMPROVE END-OF-LIFE CARE: 

• Increasing access to palliative care 
services (93.7%) 

• Increasing access to hospice care fa-
cilities (92.2%) 

• Policies allowing hospice enrollment 
during disease-directed treatment 
(90.1%)  

• Integrating palliative care services with 
oncologic care at diagnosis (> 80%) 
Patients with blood cancers are signifi-

cantly more likely than those with solid 
tumors to receive chemotherapy and be 
hospitalized close to death, and are less 
likely to enroll in hospice, “suggesting 
suboptimal EOL care for this population,” 
point out the authors. 

IMPORTANT FIRST STEP, BUT 
MORE STEPS NEEDED

As an analysis of hematologic oncolo-
gists’ opinions, the current study “repre-
sents an important first approach to the 
understudied topic of end-of-life care 
for patients with blood cancer,” write 
the authors of an editorial accompanying 
the report. However, a notable barrier to 
provision of quality end-of-life care for 
these patients is the “dearth of data” on 
patient and family experience and patient 
outcomes, they note.

The editorial authors urge that “signifi-
cant additional steps” must be taken next 
to arrive at quality measures adequate for 
guiding patient care — including “engag-
ing patients and families in all steps” of 
the development process — to determine 
which treatments are beneficial and which 
are detrimental. 

Source: “Barriers to Quality End-of-Life Care for 
Patients with Blood Cancers,” Journal	of	Clinical	
Oncology; September 10, 2016; 34(26):3126-
3132. Odejide OO, Cronin AM, et al; Dana-Farber 
Cancer Institute and Brigham and Women’s 
Hospital, Boston; Ontario Institute for Cancer 
Research, Toronto, Ontario, Canada. “Evaluating 
Quality Metrics for the Care of Patients with Blood 
Cancer Who Are near Death,” ibid., 3117-3118. 
Trevino KM, Martin P, Prigerson HG; Weill Cor-
nell Medicine, New York Presbyterian Hospital, 
New York City.
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End-of-Life Care Websites 
American	Academy	of	Hospice

and	Palliative	Medicine
www.aahpm.org

American Hospice Foundation
www.americanhospice.org

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

Caring Connections: National Consumer 
Engagement Initiative to Improve

End-of-Life	Care
www.caringinfo.org

Center to Advance Palliative Care
www.capc.org

The	EPEC	Project	(Education	in	Palliative
and	End-of-Life	Care)

www.epec.net

Palliative Care Fast Facts and Concepts, 
a	clinician	resource	from	the	Palliative	

Care	Network	of	Wisconsin
www.mypcnow.org

Hospice and Palliative Nurses Association
www.hpna.org

Hospice	Foundation	of	America
www.hospicefoundation.org

Medical	College	of	Wisconsin
Palliative Care Center

www.mcw.edu/palliativecare.htm

National	Hospice	&	Palliative
Care Organization
www.nhpco.org

Division	of	Palliative	Care	
Mount	Sinai	Beth	Israel

www.stoppain.org

Promoting	Excellence	in	End-of-Life	Care
www.promotingexcellence.org

Resources	for	Patients	and	Families
www.hospicenet.org

University	of	Wisconsin	Pain
and Policy Studies Group

www.painpolicy.wisc.edu

Terminally Ill Patients May Not View
Mortality as the Worst Outcome

Patients who are severely ill may not want to die, but they may also not want to 
prolong their lives if it means living with certain debilities or limitations, research-
ers have found. Yet, “studies of interventions in the hospital...commonly ignore 
such preferences, assuming implicitly or explicitly that death is an outcome to be 
avoided no matter what the alternatives are,” write the authors of a research letter 
published in JAMA Internal Medicine. 

“This assumption may create untoward incentives for clinicians or healthcare 
systems to provide care that results in states of severe functional debility that patients 
prefer to avoid, even if the alternative is death,” the authors suggest.

Investigators analyzed interview responses of 180 patients (aged ≥ 60 years) who 
were hospitalized with serious illness (advanced cancer, congestive heart failure, or 
obstructive lung disease) at an academic medical center from July 2015 to March 
2016. Patients were asked to rate health states with specific debilities and dependen-
cies on a scale of 1 to 5 as “worse than death” to “much better than death.”

STATES OR LIMITATIONS AS BAD AS OR WORSE THAN DEATH: 
• Bowel and bladder incontinence (69%) 
• Ventilator dependence (67%) 
• Inability to get out of bed (> 65%) 
• Confused all the time (nearly 60%) 
• Reliance on a feeding tube to live (56%) 
• Needing care from others all the time (54%) 

The only condition rated as “much better than death” by more than 50% of patients 
was being wheelchair bound. The authors suggest that patients may underestimate 
their ability to adapt, and that “once-feared states” may become more tolerable than 
anticipated, once experienced. They offer several reasons why patients may receive 
life-prolonging care that maintains them in states they deem to be worse than death. 
These reasons include:
• Changing preferences with the approach of death 
• Desire to please family
• Belief in a return to good health
• Lack of physician or surrogate awareness of patient’s values/wishes 
• Lack of offered alternatives consistent with priorities

“How can we incorporate this study into our practice?” asks Ross Albert, MD, 
chief of the division of palliative medicine, Hartford Hospital, Hartford, CT, in his 
commentary on Pallimed, a hospice and palliative medicine blog. The study report 
reminds us that “discussing goals of care in the context of simply being alive or not 
is insufficient,” he notes. “When providers continue treatments that at best would 
lead to a state of living that patients and families would find worse than dying, they 
are not practicing person-centered care,” observes Ross. “[G]oals of care discussions 
must continue to focus on patients’ values and preferences, hopes and worries.”

Source: “States Worse than Death among Hospitalized Patients with Serious Illness,” JAMA	Inter-
nal	Medicine; Epub ahead of print, August 1, 2016; DOI: 10.1001/jamainternmed.2016.4362. Rubin 
EB et al. Pulmonary, Allergy and Critical Care Division, University of Pennsylvania, Philadelphia.
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End-of-Life Care
Meetings for Clinicians

Pain Management. November 23–27, 2016, Four-night Caribbean cruise 
conference, from Miami, FL. Accredited by the Accreditation Council for 
Continuing Medical Education. Phone: 800-422-0711; Website: www.con-
tinuingeducation.net

Palliative Medicine and End-of-Life Care: 2017 Update Including Re-
lated Topics in Neurology. February 18–26, 2017, Eight-night Eastern 
Caribbean cruise conference, from Fort Lauderdale, FL. Accredited by the 
Accreditation Council for Continuing Medical Education. Phone: 800-422-
0711; Website: www.continuingeducation.net

Annual Assembly of the American Academy of Hospice and Palliative 
Medicine and the Hospice and Palliative Nurses Association. February 
22-25, 2017, Phoenix, AZ. Website: http://aahpm.org/meetings/assembly

36th Annual Scientific Meeting of the American Pain Society. May 17-
20, 2017, David L. Lawrence Convention Center, Pittsburgh, PA. Email: 
info@americanpainsociety.org; Website: www.americanpainsociety.org

2017 Annual Scientific Meeting of the American Geriatrics Society. May 
18-20, 2017, San Antonio, TX. Website: www.americangeriatrics.org

15th World Congress of the European Association for Palliative Care: 
Progressing Palliative Care. May 18-20, 2017, IFEMA Feria de Madrid, 
North Convention Center, Madrid, Spain. Website: www.eapc-2017.org
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