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Brace for payment revisions  
under health care reform
Law includes positive demonstration project for hospice

[Editor’s Note: This issue looks at what items are included in the 
Health Insurance Reform Bill signed into law and what industry experts 
anticipate the effect will be on hospice. As implementation decisions are 
made, Hospice Management Advisor will cover those changes and offer 
suggestions on how to remain successful.]

The hospice industry’s focus has shifted from lobbying for or 
against proposed parts of the health care reform legislation to 
working to ensure that implementation requirements are reason-

able and appropriate for hospice.
“We have shifted from the frenzy associated with the legislative 

aspects of passing a new law to the realities of implementing the require-
ments of a new law,” says Jonathan Keyserling, JD, vice president of 
public policy and counsel for the National Hospice and Palliative Care 
Organization (NHPCO) in Alexandria, VA. The law contains some pro-
visions that are positive for hospice, but it also includes some rate cuts 

NOW AVAILABLE ONLINE! Go to www.ahcmedia.com/online.html. 

 Call (800) 688-2421 for details.

IN THIS ISSUE

May 2010: Vol. 15, No. 5 
Pages 49-60

EXECUTIVE SUMMARY
Although the National Hospice and Palliative Care Organization (NHPCO) and other 
representatives of the hospice industry will work with legislators to reduce or elimi-
nate some of the planned rate cuts in the health care reform law, prepare to manage 
the proposed cuts.

-

than ever to provide an accurate picture of hospice services.

system in the future.

■ 
changes . . . . . . . . . . . . cover

■ List of specific reform items 
that affect hospice.  .  .  .  .  .  .  . 51

■ Invest in technology to 
manage reform  . . . . . . . . . 52

■
EOL discussions with cancer 
patients  . . . . . . . . . . . . . . 54

■ New treatment targets 
.  .  .  .  .  . 55

■ Journal Reviews: 
useful for pain control; Advance 

elderly can’t make own medical 
decisions at end of life; Almost no 
media reports mention hospice 
care; Fewer than half of cancer 
centers have institution-operated 

meditation.  .  .  .  .  .  .  .  .  .  .56-59

■ Book for caregivers.  .  .  .  .  . 59



50 HOSPICE MANAGEMENT ADVISOR™ / May 2010

Hospice Management Advisor

Periodicals 
 

POSTMASTER:
™

-

 

reserved.

SUBSCRIBER INFORMATION
Customer Service: (800) 688-2421 or fax (800) 284-3291, 
 (customerservice@ahcmedia.com). Hours: 8:30 a.m.-6 p.m. 
Monday-Thursday; 8:30 a.m.-4:30 p.m. Friday, EST.
Subscription rates: One year (12 issues), $399. Add $17.95 for 
shipping & handling. Outside U.S., add $30 per year, total pre-
paid in U.S. funds. Discounts are available for group subscrip-
tions, multiple copies, site-licenses or electronic distribution. 
For pricing information, call Tria Kreutzer at 404-262-5482. 
Missing issues will be fulfilled by customer service free of charge 
when contacted within one month of the missing issue date. 
Back issues, when available, are $67 each. (GST registration 
number R128870672.)
Photocopying: No part of this newsletter may be reproduced in 
any form or incorporated into any information retrieval system 
without the written permission of the copyright owner. For 
reprint permission, please contact AHC Media LLC. Address: 
P.O. Box 740056, Atlanta, GA 30374. Telephone: (800) 688-
2421. World Wide Web: http://www.ahcmedia.com.

Editorial Questions
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that can have significant effects on some hospice 
organizations, Keyserling says. 

“NHPCO will work feverishly with legislators 
to soften or eliminate some of the planned rate 
cuts, but our advice is to begin planning for cuts 
that will occur in FY 2013,” he says.

Changes included in the health reform law, 
along with billing and data collection changes 
imposed by the Centers for Medicare and 
Medicaid Services (CMS) in recent years, repre-
sent a significant difference in the way that the 
hospice industry conducts business, Keyserling 
says. (See p. 51 for summary of changes.)  “For 
many of the last 30 years, the hospice industry has 
been allowed to undergo organic change that was 
initiated within the hospice industry itself,” he 
says. “During the last five to eight years, however, 

changes have been forced on us from outside orga-
nizations.” (See p. 52 for story on changes.) 

Hospices have faced deadlines and short time-
frames that have required a great deal of staff and 
financial resources to plan and implement the 
programs necessary to meet these requirements. 
“We are concerned that these changes, and those 
included in the health reform law, come at the 
same time hospices are facing rate cuts, such as the 
elimination of the Budget Neutrality Adjustment 
Factor,” Keyserling says. (See “Medicare cuts for 
hospice care implemented over 7-year period, not 
2,” Hospice Management Advisor, September 
2009, p. 97.)

Many of the changes included in the health 
reform law require an organizational as well as a 
cultural change for many hospices, Keyserling says. 
Strategic planning is important because hospices 
need to anticipate worst case scenarios related 
to reimbursement so that they are able to react 
quickly to absorb the impact of rate cuts, he says. 
Implementing processes to become more efficient 
will be especially critical for hospices, Keyserling 
says. 

“There is a real possibility that the entire hos-
pice payment system will be revised sometime after 
2013,” Keyserling warns. 

Carla Braveman, BSN, RN, MEd, CHCE, 
president and chief executive officer at Big Bend 
Hospice in Tallahassee, FL, says, “We will see 
big changes in our payment structure. We need to 
figure out how we will manage outside a per-diem 
basis.”

Good data essential

The first step for hospices to make sure payment 
reforms are realistic is to submit the best possible 
data to CMS, says Braveman. Not all hospices 
report data in the same manner, so a standardized 
reporting requirement will help hospices, she says. 
As CMS requires more data for use in billing and 
cost reports, Braveman urges hospices to report 
information as precisely as possible. 

“We want CMS to have the most accurate data 
available when changes are proposed,” she says. 

Keyserling says, “We are all concerned about 
unintended consequences of payment methodology 
changes. We are recommending that data collected 
be carefully analyzed and validated before any 
changes to the hospice payment system are imple-
mented.”

NHPCO has retained The Moran Co., a 
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Washington, DC-based health care research com-
pany, to collect patient-level hospice data in order 
to model alternative payment systems, he says. 
These models will be used as part of discussions 
between officials from NHPCO and officials with 
the Medicare Payment Advisory Commission 
(MedPAC) and CMS regarding payment reform 

strategies, he adds.
Ideas for hospice payment reform have been 

around, but the key to a payment model that 
works for the industry and for patients is data 
collection, says Keyserling. “MedPAC is also con-
sidering a payment system that will provide larger 
payments at the beginning and end of hospice care, 

Hospice-related Changes 
in Health Care Reform Law

Market basket cuts and productivity.

National Hospice and Palliative Care Organization 

Hospice payment reforms.

to hospice payment rates. 
-

ner must have a face-to-face encounter with each hospice 

A medical review of certain patients in hospices with high 

Medicare concurrent care demonstration program.

care.

participate.
No date set for implementation of program or selection 

of sites for participation.
 Curative and palliative care for children. 

Insurance Program to receive hospice services without for-
going curative treatment related to a terminal illness.

Independent Payment Advisory Board.
Creates an Independent Payment Advisory Board that 

will present Congress with comprehensive proposals to 

patients.
NHPCO and a large group of other patient, provider, and 

health advocacy groups opposed this provision, which will 

it with political appointees.

Hospice value-based purchasing/promoting high 
value health care.

programs for long-term care providers, include hospice, no 

launch it.
Quality reporting.

-

-

Although there is no specified time frame in the act, the 

-

Nationwide program for background checks.
-

ties and providers to conduct screening and criminal and 

patient employees.

Because individual states have an application program 
and must sign agreements, the national program might 
take up to a year or more to implement.

Advancing research and treatment for pain care 
management. 

-
ment, and management.

on the causes and treatments of pain.
Education and training programs in pain.

hospices and other providers to develop and implement 
pain care education and training programs for health care 
professionals.

Source:  National Hospice and Palliative Care Organization, 
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with lower payments in the middle of service,” he 
says. “I also believe that we will move to a pay-
for-performance system that associates payment 
levels with outcome data.” 

Braveman also is certain that pay for perfor-
mance is in hospice’s future. “I do think hospice 
will pose a challenge for development of outcome 
measures,” she says. 

Unlike home health outcomes measures that 
focus on goals reached upon discharge, hospice 
measures will have to report on moments in time, 
she says. Florida requires hospices to report out-
comes related to pain control and family satis-
faction, but other measures could include falls, 
dying in site of choice, and survivorship of family 
member after one year, Braveman suggests. “The 
PEACE project also has an extensive list of quality 
measures for hospice that might be incorporated 
as well,” she adds. The PEACE project is the result 
of a 2008 CMS study conducted by the Carolinas 
Center for Medical Excellence that looked at 

development of quality measures for hospice. (See 
resource box for quality measure information, p. 
53.)

Even though hospices face more changes, 
there was good news in the health reform law, 
Keyserling points out. “Congress included a con-
current care demonstration project in the bill,” he 
says. 

The three-year demonstration project will allow 
patients who are eligible for hospice to receive all 
Medicare-covered services not normally covered 
while receiving hospice care. The project has been 
an NHPCO priority for some time, Keyserling 
says. The access to other Medicare services along 
with hospice will increase access to hospice for 
more patients, he says. 

The time line for implementation of various 
parts of the health reform law is not unchangeable, 
Keyserling says. “We know that a CMS adminis-
trator must be appointed to oversee these activi-
ties, but I anticipate that the demonstration project 
details will be announced in the next six to nine 
months, and the second part of our rate cut will be 
in FY 2013,” he says. “The good news throughout 
all of this process is that hospice has been recog-
nized as an important part of the health care solu-
tion as opposed to part of the problem.”  ■

CoPs: Just the beginning 
for most hospices
Changes boost need for electronic records

 
[Editor’s Note: This is the first of a two-part 

series examining the impact of some regulatory 
and financial changes faced by hospices during 
recent years. This month’s article looks at the 
increased need for technology to manage hospice 
billing and data collection. Next month we look at 
how agencies have met the challenge of physician 
notes in records, staff training, and management of 
increased administrative tasks.]

All segments of health care have watched the 
debate over reform closely for several years, 

but hospice managers have not had to wait for 
reform to undergo significant changes to billing 
and cost report requirements.

Starting with Conditions of Participation (CoPs) 
that became effective December 2008 and con-
tinuing with requirements to collect more detailed 
visit data and to document certifications and re-

SOURCES/RESOURCES

Carla Braveman

Jonathan Keyserling
Policy, National Hospice and Palliative Care Organization, 

Florida Department of Elder Affairs.

PEACE Project

measures, tools for collection and reporting of data, and 
recommendations to help hospices prepare for outcome 
reporting. 
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certifications more closely, hospices have been in a 
constant state of change. (See “Hospice Conditions 
of Participation focus on quality, patients’ rights,” 
Hospice Management Advisor, July 2008, p. 73.)

“Our staff members have laptops and our 
records are computerized, so we have the capabil-
ity to collect data, but we are constantly updating 
our system to handle each new wave of require-
ments,” says Carla Braveman, BSN, RN, MEd, 
CHCE, president and chief executive officer at Big 
Bend Hospice in Tallahassee, FL. “The changes 
are good because we are collecting better informa-
tion,” Braveman says.

Hospice cost reports have not included enough 
data for the Centers for Medicaid and Medicare 
Services (CMS) to obtain an accurate picture of 
the services provided by hospice, she says. “I know 
that payment model changes are on the way, so we 
need to provide the best information we can, or we 
hurt ourselves,” Braveman says.

Renee Hahn, chief financial officer for Harry 
Hynes Memorial Hospice in Wichita, KS, says, 
“Luckily, we’ve been ahead of the game with 
technology that has made it possible to collect the 
information required. I can’t imagine what hos-
pices that use paper records are going through in 
order to meet requirements.”

As more changes come along, it might be neces-
sary for all hospices to use electronic records to 
capture and report required information, Hahn 
adds.

The good news for smaller hospices is that there 
are more web-based systems available, Braveman 
says. “The technology is less expensive, and some 
of the systems allow you to pay per patient record, 
which keeps costs down for smaller hospices and 
doesn’t require the agency to have an information 
technology staff,” she says. (See resource box for 
list of vendors, p. 53.)  “We saw the first indica-
tion that technology would be necessary in the 
CoP language that stated that CMS was not telling 
hospices that they had to be computerized, but a 
computer system would be helpful in collecting 
and reporting data,” Braveman adds.

Pay attention to rural challenges

There is more involved in obtaining a computer-
ized system than simply purchasing it, Hahn says. 

“Once you invest in a system, be prepared to 
continue updating and investing in upgrades,” she 
says. For this reason, be sure that the vendor you 
select is capable of managing continuous CMS 
updates and that your system has the capability to 

grow, Hahn adds.
There are special challenges for hospices that 

serve rural areas, warns Hahn. “We serve 25 coun-
ties in the state of Kansas, and only four of the 
counties are urban areas,” she says. With an aver-
age daily census of 230 to 240 patients, Hahn’s 
staff members often find themselves in rural, 
remote areas in which there is no Internet service, 
she says. “Our constant challenge is finding ways 
to synchronize staff members’ laptops with our 
server,” Hahn says. 

“Our goal is to ensure our clinicians have access 
to our VPN [Virtual Private Network],” says 
Hahn. The VPN is an encrypted computer network 
tunnel that allows staff to access the agency’s serv-
ers and vice versa via the Internet, she explains. 
Access may be through a dial-up, wired, or wire-
less connection. “If the connection is wireless, IT 
staff members may have to go to the clinician’s 
home to set up the wireless router encryption code 
into their agency laptop,” she explains. 

Cellular internet air cards are used by some 
clinicians, and when there is no way to access the 
Internet in the clinician’s home, nurses can go to 
the nearest agency office location, she adds.

Despite the investment required for computer-

SOURCES/RESOURCES
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ized records, Hahn believes that the technology is 
necessary to enable hospices to collect and report 
data CMS needs to accurately evaluate hospice 
services. “This is an opportunity to ensure cost-
effective, quality patient care,” she says.

Braveman agrees and adds, “Many hospices 
are collecting data because CMS has told them 
they have to in order to be paid. That is the wrong 
mindset. We should all be working to ensure that 
future changes to our reimbursement system are 
based on accurate, complete data, not a partial 
picture of hospice care.”  ■

EOL video studied  
with cancer patients
Viewers more likely to avoid CPR

The latest in a series of papers published by 
researchers led by Angelo Volandes, MD, 

MPH, instructor in medicine at Harvard Medical 
School and documentary filmmaker, looks at the 
use of a video showing actual cardiopulmonary 
resuscitation, as well as other life-sustaining treat-
ments often faced by patients at the end of life.

An earlier study tested a similar video in demen-
tia patients, while this most recent study looked at 
patients with malignant glioma and was published 
in the Journal of Clinical Oncology.¹ Volandes 
believes that the use of video to describe in pic-
tures what end-of-life (EOL) options truly entail 
may one day be a “standard of care.”

Volandes, who also completed a fellowship in 
medical ethics and serves on the Partners Health 
Care general ethics committee in Boston, says that 
during medical school, he “took a year off to do 
documentary filmmaking. After my third year, I 
realized that a lot of the discussions we were hav-
ing on end-of-life were difficult to express using 
words. What I meant by those words and what my 
patient understood by those words were often two 
very different things.”

Physicians such as Volandes and his team often 
realize, he says, that patients are more likely to 
look at today’s “Grey’s Anatomy” to gather an 
idea about what constitutes CPR and what their 
chances are of surviving, however inaccurate that 
idea may be.

“[Patients] would think of these very differ-
ent realities, because on those programs, over 

90% of people actually survive CPR, where in the 
advanced state of various diseases, the vast major-
ity of people do not survive,” Volandes says.

With regard to his interest in documentary film-
making, Volandes went to film school during his 
fourth year of medical school to learn the art of 
documentary filmmaking. “I felt like a lot of the 
clinical realities — the messy clinical realities in the 
details that clinicians see on a daily basis —are dif-
ficult to communicate solely with words,” he says. 
“There are many studies that showed that [physi-
cians] are poor communicators; they often don’t 
adequately inform our patients. So, being a medical 
ethics type . . . I wanted to make sure that we not 
only guide decisions from our patients to respect 
their autonomy, but also make informed decisions.”

With the dementia study, his team random-
ized elderly subjects into two groups. One group 
received only a physician’s description of typical 
EOL care options. The other half of the subjects 
were randomized “to have the same verbal dis-
cussion, but to also see a two-minute video,” 
Volandes says. “And then we asked them the same 
question: What sort of care would you want? And, 
what we found was that in the group that saw the 
video, not only were they more informed about 
their decisions, but they also preferred more com-
fort-oriented measures. And we found that in a 
diverse group of people in terms of race, ethnicity, 
level of education, and health literacy.”

They also asked their elderly subjects in the 
dementia study if they would be interested in see-
ing an EOL video for cancer, and 95% of respon-
dents said they would be interested.

In the current study, Volandes developed and 
filmed a five-minute video on goals of care at EOL. 
“We attempted in a short, brief video to offer a 
broad framework for patients to understand what 
their options are at the end of life when they have 
advanced cancer,” he says. Volandes notes that his 
team chose brain cancer because it includes all age 
groups.

“You have very young people, middle-aged 
people, and older people, and we really wanted 
to get a sense of: Would there be a difference [in 
response] in terms of age?” he says. “Would the 
elderly, say, be less likely to be amenable to having 
a video be part of the patient-doctor relationship?”

The video for cancer patients went through 
seven different versions, and in addition to the 
filming, Volandes did all of the editing for the 
five-minute video. It took two and a half years to 
make, about which he jokes, “Spielberg makes five 
movies in two-and-a-half years!”
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The reason for the long development of the 
video was that Volandes and his team were 
attempting to reach a consensus about the vid-
eo’s impartiality among a group of oncologists, 
intensivists, ethicists, decision-making experts, 
and geriatricians. “We wanted to make sure that 
everybody in the group felt this was a fair and 
impartial portrayal of options at the end of life,” 
Volandes says. “Now, you get a bunch of oncolo-
gists together and [try to] have them agree on any-
thing, and they just don’t. So, the written script for 
the video went through 10 iterations — that was a 
year, just of itself.

“It is exhausting and laborious when you have 
to re-film just for one word, but we wanted to 
make sure — we being the group of clinicians and 
scientists that I lead here — that we wanted to 
create something that oncologists would agree is 
impartial and unbiased and that oncologists would 
actually use,” Volandes explains.

He notes that his team has developed and pub-
lished a set of guidelines to create such videos. 
“We invite others to make similar videos and see 
if there’s something that we did differently or that 
they do differently,” he says.

Already, certain health care networks are conduct-
ing pilot studies using the video in their end-of-life 
conversations. At the moment, there are pilot studies 
at four locations, but the team expects to have 10 in 
place at academic medical centers this year.

Volandes and his team are already studying the 
use of video in other cancers at Memorial Sloan-
Kettering in Boston.” Just to be clear, this is not 
meant to usurp or replace the doctor-patient dis-
cussion and relationship; rather, this is meant to 
reinforce that discussion,” he says. “An ideal use 
of this would be having a discussion with your cli-
nician, whether it be a physician, nurse practitio-
ner, or social worker, and then viewing the video 
to reinforce what’s been discussed.”

Even though the video is thought to be “scary 
to watch” — even for Volandes — he thinks that 
“if patients are telling us they want this informa-
tion, then this is one additional tool with which 
to empower [them],” he says. “And I think it’s 

SOURCE

Angelo Volandes

partners.org. 

Treatment helps control 
involuntary outbursts? 
Actions are common in MS, ALS patients 

Pseudobulbar affect (PBA) is a neurologic condi-
tion of involuntary, sudden, and frequent epi-

sodes of laughing or crying and is quite common 
in patients with underlying neurologic diseases 
or injuries, especially those with multiple sclero-
sis (MS) and amyotrophic lateral sclerosis (ALS). 
Now, a new investigational treatment might help 
stop these involuntary outbursts.

The research was presented as part of the 
late-breaking science program at the American 
Academy of Neurology’s 62nd Annual Meeting in 
Toronto in April. 

“These outbursts of crying and laughter at 
inappropriate times can have a severe impact on 
patient and caregiver well-being, social function-
ing, and quality of life,” said study author Erik P. 
Pioro, MD, PhD, FRCPC, director of the Section 
for ALS and Related Disorders at the Cleveland 
(OH) Clinic.

The study in patients diagnosed with PBA tested 
the effectiveness of a combination of two medica-
tions, dextromethorphan and low dose quinidine. 
The combination of the drugs is known as DMQ. 
After completing the blinded, placebo controlled 
phase of the study, participants could take part in 
a subsequent open label study where all of the par-
ticipants would receive the DMQ drug combina-
tion for an additional 12 weeks. Of the 283 people 
completing the first phase, 253, or 89%, chose to 
take part in this subsequent open label study. 

Participants were given daily doses of DMQ 
and were regularly given a test that measures the 
frequency and severity of their PBA. The study 
found that the average test score was significantly 
improved by 2.7 points from the start to the end of 

incumbent upon the profession to equip them with 
those tools to make these decisions.”

REFERENCE

1. El-Jawahri A, Podgurski LM, Eichler AF, et. al. 
Use of video to facilitate end-of-life discussions with 
patients with cancer: a randomized controlled trial. J 
Clin Oncol 2009; 28:305-310.  ■
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the open label study. Patients who were taking a 
placebo in the previous clinical trial and switched 
to DMQ demonstrated the most improvement. 

“Our findings represent the first long-term 
results showing DMQ is effective in helping 
to control this debilitating condition afflicting 
patients with neurologic diseases or injuries,” said 
Pioro. “Currently, there are no FDA approved 
treatments for PBA, which is problematic because 
currently used off-label treatments are often inef-
fective or may have unacceptable side effects.”

Pioro says these findings, along with additional 
clinical data, will serve as the basis for an applica-
tion for FDA approval of DMQ as the first treat-
ment for pseudobulbar affect. 

The study was supported by Avanir 
Pharmaceuticals.  ■

Meditation helps  
anxiety, pain relief
Study shows analgesic benefit

Meditation has been used as a complementary 
treatment to reduce stress, manage anxiety, 

and lessen pain in patients with a wide range of 
illnesses, but a recent study provides scientific sup-
port for the use of meditation in pain control.

The analgesic benefits that result from the 
relaxed state of mind created by meditation 
enhance a patient’s ability to moderate reactions 
to pain, according to the authors of the study 
published in The Journal of Pain.1 Researchers 
measured pain ratings in students interested in 
learning meditation. Subjects were trained in med-
itation for three consecutive days and then were 
given experimental pain stimuli.

Results of the trial showed that relaxed states 
promoted by the brief mindfulness medita-
tion sessions reduced the reported pain ratings. 
Participants had less pain to low and high pain 
intensities and showed significant reductions in 
anxiety after each meditation stimulation.

Authors concluded that meditation and the 
personal focus it provides can lessen pain. Positive 

results were achieved after a short period of time 
learning the technique,  and the results provide 
additional validation of the benefits of cognitive 
techniques for controlling pain.

REFERENCE

1. Zeidan F, Gordon NS, Merchant J, et al. The effects 
of brief mindfulness meditation training on experimen-
tally induced pain. J Pain 2010; 11:199-209.  ■
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Many elderly can’t make  
decisions at death 
Older Americans lack the capacity

More than one in four elderly Americans 
lacked the capacity to make their own medi-

cal care decisions at the end of life, according to 
a study of 3,746 people published April 1 in The 
New England Journal of Medicine.1

Those who had advance directives, includ-
ing living wills or durable powers of attorney 
for health care, received the care they wanted 
most of the time, says lead author Maria Silveira, 
MD, MPH, physician scientist at the VA Ann 
Arbor Healthcare System’s Clinical Management 
Research and assistant professor of Internal 
Medicine at the University of Michigan.

“Prior to our study, no one knew how many 
elderly adults might need others to make com-
plex medical decisions on their behalf at the end 
of life,” says Silveira. “Our research shows that a 
substantial number of older adults need someone 
else to make decisions about whether aggressive, 
limited, or comfort care should be provided at the 
end of life.”

Still, “There is a lot of myth and misunderstand-
ing about advance directives,” Silveira says. For 
example, many people do not understand that 
advance directives are used only when patients 
can’t make medical care decisions for themselves, 
and they can be revoked by the patient at any time, 
either in writing or orally. Advance directives are 
frequently confused with wills and durable pow-
ers of attorney, which have no bearing on medical 
care decisions.

Of the subjects studied, 61% had advance direc-
tives. Of those, more than 90% requested limited 



May 2010/ HOSPICE MANAGEMENT ADVISOR™ 57

or comfort care at the end of life. Among those 
who needed decisions made, but couldn’t make 
them themselves, 83% who had requested limited 
care and 97% who had requested comfort care, 
received the care that was in line with their wishes, 
Silveira says.

The study subjects were elderly Americans 
living at home or in facilities across the United 
States who died between 2000 and 2006 and 
participated in the Health and Retirement Study, 
a national longitudinal study conducted at the 
University of Michigan’s Institute for Social 
Research and funded by the National Institute  
on Aging. “Folks with a living will or durable 
power of attorney for health care were less likely 
to die in a hospital or to get aggressive care, but 
that is what most of them wanted,” she says.

One interesting finding suggests the impor-
tance of having a living will as well as an 
appointed surrogate decision-maker. The study 
showed that among the handful of subjects who 
indicated a preference for aggressive care, half 
did not receive it.

“Given this, some might conclude that advance 
directives are used to deny wanted health care, 
but our study showed that a preference for 
aggressive care had a very strong association with 
receiving such care, when compared to those 
who did not state a preference for it,” Silveira 
says. “It’s just that at the end of life, aggressive 
treatment is often not an option; limited care and 
comfort care are always an option.”

Silveira says many patients expect their physi-
cians to start the conversation about end of life 
care and advance directives and that physicians 
should be supported in their attempts to do so. 
The recent effort to provide Medicare reimburse-
ment for periodic end-of-life discussions was a 
good start, she says. (For more on this topic, see 
“End-of-life discussions portrayed as first step 
toward death panels,” Hospice Management 
Advisor, November 2009, p. 121.)  

“The health care system should ensure that 
providers have the time, space, and reimburse-
ment to conduct the complex and time-consum-
ing discussions necessary to plan appropriately 
for the end of life,” Silveira says. “Most elderly 
patients want and expect this.”
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Cancer reports may paint 
overly optimistic view 

 
Media stories aren’t comprehensive

Newspaper and magazine reports about cancer 
appear more likely to discuss aggressive treat-

ment and survival than death, treatment failure or 
adverse events, and almost none mention end-of-
life palliative or hospice care, according to a report 
in the Archives of Internal Medicine.1

 The report is one of three in the issue being 
released early to coincide with a Journal of the 
American Medical Association media brief-
ing on cancer in Washington, D.C. The March 
issues of Archives of Pediatrics & Adolescent 
Medicine, Archives of Neurology, Archives of 
Ophthalmology, Archives of Dermatology, 
Archives of Surgery, Archives of Facial Plastic 
Surgery and Archives of Otolaryngology — Head 
& Neck Surgery also have published articles on 
this topic.

 It is estimated that one in two men and one in 
three women will be diagnosed with cancer in their 
lifetime, according to background information in 
the article. Of these, about half will die of cancer 
or related complications; more than half a mil-
lion Americans are expected to die of cancer every 
year. “These figures have given cancer a prominent 
place in news reporting,” the authors write.

 Jessica Fishman, PhD, and colleagues at the 
University of Pennsylvania, Philadelphia, con-
ducted a content analysis of cancer news report-
ing between 2005 and 2007 in eight large U.S. 
newspapers and five national magazines. Of 2,228 
cancer-related articles that appeared, a random 
sample of 436 was selected (312 from newspapers 
and 124 from magazines). Trained coders deter-
mined the proportion of articles devoted to various 
cancer-related topics.

 The articles were most likely to focus on breast 
cancer (35.1%) or prostate cancer (14.9%), and 
87 (20%) discussed cancer in general. A total of 
140 (32.1%) focused on individuals surviving or 
being cured of cancer, whereas 33 (7.6%) focused 
on one or more patients who were dying or had 
died of cancer. Ten articles (2.3%) focused on sur-
vival and death.

 “It is surprising that few articles discuss death 
and dying considering that half of all patients 
diagnosed as having cancer will not survive,” the 
authors write. “The findings are also surprising 
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given that scientists, media critics and the lay pub-
lic repeatedly criticize the news for focusing on 
death.” 

Most articles (249, or 57.1%) discussed aggres-
sive treatments exclusively, but almost none (two, 
or 0.5%) discussed end-of-life care only and only 
11 (2.5%) discussed both. “For many patients 
with cancer, it is important to know about pallia-
tive and hospice care because this information can 
help them make decisions that realistically reflect 
their prognosis and the risks and potential benefits 
of treatment,” the authors write.

In addition, few articles (57, or 13.1%) reported 
that aggressive cancer treatments can fail to extend 
life or cure the disease, or that some cancers are 
incurable. Less than one-third of the articles (131, 
or 30%) mentioned adverse events associated with 
cancer treatments, such as nausea, pain, or hair loss.

 “How often should the news media discuss 
treatment failure, adverse events, end-of-life care 
and death and dying? Although there is no quanti-
fiable answer, the same educational goals that ide-
ally drive news coverage of cancer treatment and 
survival should also compel news organizations to 
address these topics,” the authors conclude. “The 
media routinely report about aggressive treatment 
and survival presumably because cancer news cov-
erage is relevant to a large portion of the popula-
tion, and, for the same reason, similar attention 
should be devoted to the alternatives.”

REFERENCE

1. Fishman J, Ten Have T, Casarett D. Cancer and 
the media — how does the news report on treatment 
and outcomes? Arch Intern Med 2010; 170:515-
518. Accessed at archinte.ama-assn.org/cgi/content/
short/170/6/515?home.  ■

Most cancer centers have 
palliative care programs
Scope of services and integration vary 

Palliative care services are available at most U.S. 
cancer centers, although the scope of services 

offered and the degree of integration between pal-
liative care and oncology care varies widely among 
centers, according to a study in The Journal of the 
American Medical Association (JAMA).1 

David Hui, MD, MSc, of the University of 

Texas M.D. Anderson Cancer Center, Houston, 
presented the findings of the study at a JAMA 
media briefing.

 Although significant progress has been made 
in cancer treatment, about half of all patients with 
cancer eventually die of their disease, and one-
third of cancer deaths happen within six months 
of diagnosis, according to background information 
in the article. 

“Palliative care outpatient clinics, inpatient con-
sultation teams, palliative care units (PCUs), and 
hospices all play an integral role providing symp-
tom control, psychosocial support, and transition 
of care for patients with cancer and their families 
along the cancer care continuum,” the authors 
write. “Based on this understanding, multiple 
national and international organizations support 
early incorporation of palliative care into oncology 
practice.”

Despite this support, little is known about the 
current state of palliative care in cancer centers in 
the United States. “A more thorough picture of the 
level of palliative care that currently exists in these 
cancer centers would identify deficiencies and 
barriers to comprehensive cancer care and allow 
development of specific strategies to improve care 
delivery,” they write. 

 Hui and colleagues conducted a study to deter-
mine the availability and degree of integration of 
palliative care services in U.S. cancer centers. The 
study consisted of a survey, between June and 
October 2009, of 71 National Cancer Institute 
(NCI)-designated cancer centers and a random 
sample of 71 non-NCI cancer centers, of both 
executives and palliative care clinical program 
leaders, where applicable. A total of 142 and 120 
surveys were sent to executives and program lead-
ers, with response rates of 71% and 82%, respec-
tively.

A little more than one-third had an institution-
operated hospice [37/101 (37%)]. 

The researchers found that the NCI cancer cen-
ters were significantly more likely to have:

39/50 (78%); 

(92%) vs. 28/38 (74%); 

47/51 (92%) vs. 28/50 (56%);

(59%) vs. 11/50 (22%).
 Few centers had dedicated palliative care beds 

[23/101 (23%)]. 
The median (midpoint) duration from refer-
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ral to death was seven days (n = 49) for inpatient 
consultation teams, seven days (n = 8) for PCUs, 
and 90 days (n = 11) for outpatient clinics. “Our 
survey revealed that palliative care patients were 
referred too late in the disease trajectory, a marker 
of limited access and integration,” the authors 
write.

 Cancer center executives, supportive of stronger 
integration and increasing palliative care resources, 
cited reasons such as poor reimbursement and lim-
ited institutional resources as barriers to delivery 
of palliative care. The researchers also found that 
research programs, palliative care fellowships, and 
mandatory rotations for oncology fellows were 
uncommon. 

“Although most cancer centers now have a pal-
liative care program, significant gaps and delays in 
the delivery of care remain,” the authors conclude. 
“To fulfill American Society of Clinical Oncology’s 
vision of full integration of palliative care as a rou-
tine part of comprehensive cancer care by 2020, 
we urgently need to consolidate infrastructure such 
as outpatient clinics and PCUs, increase training 
of palliative care professionals and oncologists, 
conduct research on novel integration models and 
quality improvement measures, educate patients 
and their families, and advocate for public health 
policy changes. Oncologists, palliative care special-
ists, executives, and political leaders need to work 
closely together to ensure access to high-quality 
palliative care for all patients with cancer in the 
United States.” 

The study was funded in part through the 
National Cancer Institute.
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Meditation techniques 
effective for pain relief 

Meditation has analgesic benefits associated 
with creating a relaxed state of mind and 

enhancing the ability to moderate reactions to 
pain, according to new research published in The 
Journal of Pain, the peer review publication of the 

American Pain Society.1 
Researchers from the University of North 

Carolina measured pain ratings in students inter-
ested in learning meditation who recruited for 
the study. Subjects were trained in meditation for 
three consecutive days and were given experimen-
tal pain stimuli.

Results of the trial showed that relaxed states 
promoted by the brief mindfulness medita-
tion sessions reduced the reported pain ratings. 
Participants had less pain to both low and high 
pain intensities and showed significant reductions 
in anxiety after each meditation stimulation. The 
authors concluded that decreases in anxiety and 
increases in the ability to sustain personal focus 
can attenuate the feeling of pain. 

In assessing their findings, the authors noted 
that the analgesic effects of meditation can be real-
ized even after a short period of time learning the 
technique. Also, the results provide additional vali-
dation of the benefits of cognitive techniques for 
controlling pain.  
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New book provides  
tools to assist caregivers
Author writes from experience

It has become ever more apparent that health 
care is being provided by caregivers at home. But 

most laypersons find themselves inexperienced in 

■
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caregiving. The good news is that support for this 
role is growing. 

Author Michael Wayne K. Stahl provides tools 
and templates to manage the entire health care 
process and to help caregivers build partnerships 
with health care professionals In “Health Care — 
Are You Ready? A Handbook for Care Givers” 
published by AuthorHouse (www.authorhouse.
com).

Based on Stahl’s experiences providing care 
for his father, sister, and wife, he discusses how 
to navigate the medical, legal, and insurance pro-
cesses to maximize benefits; how to efficiently pro-
vide effective care and support; how to maintain 
the caregiver’s work, life, and care balance; and 
personal health through the caregiving process. 
Lastly, Stahl details how to avoid or mitigate pit-
falls in the caregiving role.

Caregiving can be rewarding, exciting, and 
even spiritual, Stahl maintains. However, if it is 
not managed properly, it also can be exhausting 
and filled with anxiety and frustration, he says. 
Caregivers are not only responsible for themselves, 
but they also may be responsible for children, 
work, and maintaining a living environment, all of 
which increase the demands on them.

Stahl’s involvement in health care began when 
he observed his great-grandmother receiving care 
in her daughter’s home. He played a substantial 
role in the health care of his sister, who was diag-
nosed with Multiple Sclerosis at age 20, and of 
his wife, who was diagnosed with inflammatory 
breast cancer at age 43. Together, Stahl and his 
wife worked through a stem cell transplant, che-
motherapy and radiation, surgery, and hospice 
care.  ■
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Hospice Management Advisor
2010 Reader Survey

In an effort to learn more about the professionals who read Hospice Management Advisor, we are conducting
this reader survey. The results will be used to enhance the content and format of HMA.

Instructions: Fill in the appropriate answers. Please write in answers to the open-ended questions in the space
provided. Return the questionnaire in the enclosed postage-paid envelope by July 1, 2010.

19. How would you rate your overall
satisfaction with your job?

A. very satisfied
B. somewhat satisfied
C. somewhat dissatisfied
D. very dissatisfied

In future issues of HMA, would you like to see more or
less coverage of the following topics?

1. Best practices/QI

A. more coverage  B. less coverage  C. about the same amount

A B C
A B C
A B C
A B C
A B C
A B C
A B C

2. Ethical issues
3. Fundraising
4. Legal issues
5. Length of stay issues
6. Palliative care trends
7. Reimbursement/Medicare
8. Spiritual/psychological

Please rate your level of satisfaction with the following items.

12. quality of newsletter A B C D
A B C D
A B C D
A B C D
A B C D
A B C D

13. article selections
14. timeliness
15. length of newsletter
16. overall value
17. customer service

A. excellent  B. good  C. fair  D. poor

20. How would you describe your
satisfaction with your subscription to HMA?

A. very satisfied
B. somewhat satisfied
C. somewhat dissatisfied
D. very dissatisfied

18. On average, how many people
read your copy of HMA?

A. 1-3
B. 4-6
C. 7-9
D. 10-15

E. 16 or more

22. Do you plan to renew your subscription to HMA?
A. yes
B. no If no, why not?

9. Symptom relief

11. Other. Please list:

A B C
A B C

21. What is your title?

A. CEO/director/administrator of hospice
B. director/coordinator of palliative care
C. chief compliance officer
D. medical director

E. chaplain/bereavement coordinator

F. other

10. Volunteers A B C

23. Which web site related to your position do you use most often?



24. To what other publications or information sources about hospice do you subscribe?

25. Including HMA, which publication or information source do you find most useful, and why?

26. Please list the top three challenges you face in your job today.

27. What do you like most about HMA?

28. What do you like least about HMA?

29. What are the top three things you would add to HMA to make it more valuable for your money?

Contact information


