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Medicare cuts to put hospices  
in the red by 2019
Study shows rural hospices may face toughest challenges

As a result of two cuts to Medicare reimbursement, the hospice 
industry will see the overall median Medicare profit margin drop 
from 2% in 2008 to -14% in 2019, according to a study recently 

released by the National Hospice and Palliative Care Organization 
(NHPCO).1 

The two reimbursement cuts evaluated in the study are:
• The Centers for Medicare and Medicaid Services’ (CMS) 7-year 

phase out of the Budget Neutrality Adjustment Factor beginning in 2009 
(FY2010). The BNAF is a key element in the Medicare hospice wage 
index calculation. The phase out of the BNAF will ultimately result in a 
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EXECUTIVE SUMMARY

The phase out of the Budget Neutrality Adjustment Factor and the addi-
tional changes to the Medicare hospice rate formula imposed by the 2010 
Patient Protection and Affordable Care Act will result in the overall hospice 
industry’s median Medicare profit margin dropping from 2% in 2008 to -14% 
in 2019. These results, reported in a study commissioned by the National 
Hospice and Palliative Care Organization (NHPCO), will be used to lobby 
policymakers and to enable hospice managers prepare for the cuts.
• The neutral, third-party study should be viewed as more credible by legis-
lators as NHPCO continues to lobby for reimbursement decisions based on 
facts.
• Looking as far ahead as 2019 will help hospice managers prepare the 
short-, mid-, and long-term financial and strategic plans they will need to 
survive.
• Rural hospices face the greatest challenges because they typically have 
smaller profit margins before any cuts are made.
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permanent reduction in hospice reimbursement 
rates of approximately 4.2%. 

• The additional change to the Medicare hos-
pice rate formula imposed by the 2010 Patient 
Protection and Affordable Care Act (ACA). The 
change will further reduce payments by approxi-
mately 11.8% over the next 10 years through the 
introduction of a “productivity adjustment” that is 
applied to the annual payment updates for hospice. 
(For more information about both reductions, see 
“Medicare cuts for hospice care implemented over 
7-year period not 2,” Hospice Management Advi-
sor, Sept. 2009, page 97.) 

“We commissioned The Moran Company to 
look at hospice financial data to assess the impact 
of the two rate cuts so we would have a neutral, 
third-party evaluation of the potential effect on 

our industry,” says Jonathan Keyserling, JD, vice 
president of public policy for NHPCO. “It is one 
thing for a health care sector to make predictions 
based on a review of information but those reviews 
are viewed with skepticism by policymakers,” 
he explains. Because NHPCO did not share any 
expected outcomes with The Moran Company, the 
study is a more credible tool to use when lobbying 
legislators, he says.

No one at NHPCO was surprised at the results 
of the study, admits Keyserling. “The results con-
firmed what we have already been telling policy-
makers and it bolsters our argument that these 
drastic cuts will affect access to hospice,” he adds.

NHPCO has shared results of the study with 
members to help them prepare for the next 10 
years, says Keyserling. “Hospices will need to 
evaluate and potentially adjust their service mod-
els to accommodate the reimbursement cuts,” he 
explains. “The study was written using data from 
the entire hospice community so it is a broad 
brush look at financial implications,” he says. The 
next step for individual hospice administrators is 
to look at the cuts from the perspective of their 
individual agency, he adds.

“If I were a hospice provider, I would look at 
my finances, determine if capital expenses can 
or should be deferred, evaluate staffing patterns, 
evaluate service areas, and look at specific services 
offered,” recommends Keyserling. Every hospice 
has a number of initiatives that they can use to 
address the decrease in Medicare reimbursement, 
but the right solution for one hospice is different 
from the solution for another, he points out.

Because the cuts are spread out over a 10-year 
period, the impact is absorbed on a yearly basis, 
says Keyserling. “However, hospice administrators 
need to develop a short-, mid-, and long-term plan 
that addresses the next few years up to 10 to 15 
years from now,” he says. 

Rural hospices to feel greatest impact

Rural hospices especially need to plan carefully, 
points out Keyserling. “Although the rate cuts are 
the same for all hospices, rural agencies, as a rule, 
start with a lower profit margin,” he says. “This 
means the impact of the cuts will affect rural agen-
cies more than agencies that have traditionally 
higher profit margins,” he explains.

“Grim” is the word Linda L. Rock, executive 
director of Prairie Haven Hospice in Scottsbluff, 
NE, uses to describe the financial picture for rural 
hospices over the next 10 years. “Our program 
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always struggles to stay in the black, so any reim-
bursement cuts are a concern,” says Rock. “There 
are challenges for both urban and rural hospices 
but our hospice faces some resource challenges 
that urban hospices generally don’t have,” she 
says.

Rock’s hospice serves 10 counties in Western 
Nebraska and Eastern Wyoming, an area that 
covers 10,000 square miles with a population of 
50,000 people. “Some of the counties we serve are 
considered ‘frontier’,” Rock explains. Although 
the hospice’s two offices are strategically placed 
for the area served, the staff of 17 full-time-equiv-
alent employees spends a lot of time driving to see 
the average daily census of 35 patients, she says. 
“In January 2011, my staff drove 12,000 miles 
providing patient care,” she adds.

Some of Prairie Haven’s patients live as far as 
60 miles from the nearest office, explains Rock. 
“Serving a patient that far away is not ideal, but 
there is no other hospice available,” she says. “We 
inform our patients up front that we may take 
hours to get to them, but ranchers in our area are 
accustomed to isolation and driving long distances 
themselves,” she adds.

Keeping staff members is a key concern for 
Rock. As she evaluates her financial projections, 
she wants to continue giving her employees a 
3% increase to keep their salaries and benefits 
competitive. “We are working on a strategic plan 
that addresses other rising costs, such as our drug 
and supply costs, which are projected to increase 
between 3% and 5%,” she says. “Retention and 
recruitment of employees is critical for us because 
more than 50% of my nurses are age 50 and 
older,” she adds. 

A number of ideas to increase income and 
expand the nursing staff’s reach into the communi-

ties Prairie Haven serves are on the drawing board, 
says Rock. (See a description of Prairie Haven’s 
ideas on page 52). “We have to look for innova-
tive ways to meet our challenges,” she adds.

In addition to coming up with ideas for her hos-
pice to better handle decreases in reimbursement, 
Rock is also talking with legislators to make sure 

For more information about the effect of reimbursement 
cuts on hospice, contact:
• Jonathan Keyserling, JD, Vice President of Public Policy, 
National Hospice and Palliative Care Organization, 1700 
Diagonal Road, Suite 625, Alexandria, VA 22314. Tele-
phone: (703) 837-1500. Fax: (703) 837-1233. E-mail:  
jkeyserling@nhpco.org.
• Linda L. Rock, Executive Director, Prairie Haven Hospice, 
2 West 42nd Street, Suite 2300 Scottsbluff, NE 69361. Tele-
phone: (308) 630-1149. Fax: (308) 630-1886. E-mail: rockl@
rwmc.net.

SOURCES

Study highlights  
effect of cuts

In a report produced by The Moran Com-
pany for the National Hospice and Pallia-
tive Care Organization in Alexandria, VA, 

data from the Hospice Cost reports and the 
Medicare Claims data were used to evaluate 
the impact of Medicare reimbursement cuts on 
the hospice industry.

Medicare profit margins were estimated 
using Medicare costs including the costs of 
statutorily required services, such as bereave-
ment and volunteer services. Annual changes 
in costs were calculated using the estimated 
annual market basket updates. Revenues were 
estimated per year, accounting for projected 
changes in the market basket, the reduction in 
the market basket due to a decrease in the pro-
ductivity factor, and the BNAF phase-out. 

Hospices were classified as urban, mod-
erately rural (50%-74% of patient days in 
rural counties), or mostly rural (75%-100% 
of patient days in rural counties) using patient 
county data from the 2008 Medicare SAF 
denominator file.

Findings show:
• The median Medicare profit margin for 

the hospice industry could decrease from 2% 
in 2008 to -14% by 2019. 

• Hospices that serve mostly rural patients 
would be the most severely affected (profit 
margin decreases ranging from -2% in 2008 to 
-19% in 2019). 

• Hospices that serve moderately rural areas 
fare better than the mostly rural hospices 
(median profit margins range from 1% in 2008 
to -14% in 2019). 

• 88% of hospices could have negative 
Medicare profit margins by 2019 (92% of 
moderately rural and 91% of mostly rural hos-
pices).  �
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they understand the challenges faced by hospice. 
Legislators don’t understand how hospice reim-
bursement is handled, she explains. “In a recent 
meeting with a couple of legislators, I explained 
that we receive $137.57 per patient per diem,” she 
says. When the legislators asked how much the 
hospice was reimbursed for the mileage driven to 
see patients, Rock told them there was no extra 
reimbursement for mileage. She says, “One of the 
legislators said ‘That’s not fair.’”  �

REFERENCE 

1. The Moran Company. Profit Margin Analysis for Urban 
and Rural Hospices, 2009-2019. Alexandria, VA: National 
Hospice and Palliative Care Organization; 2011.

Rural hospice evaluates 
different options for 
future
PRN staff, increased fundraising to offset cuts

Finding a way to serve hospice patients who 
are spread over a 10,000 square mile area is 
challenging, especially when some staff mem-

bers are driving as much as 60 miles one way to 
reach a patient’s home. 

Staff recruitment and retention, as well as 
increasing costs for driving those distances are a 
few of the reasons management at Prairie Haven 
Hospice in Scottsbluff, NE, are looking carefully at 
ideas and options to enhance their ability to serve 
patients in a cost-effective manner.

With small towns of 400 people or less located 
50 miles or more apart, staff members are asked 
to drive great distances, admits Linda L. Rock, 
executive director of the hospice. “We can’t hire 
staff members for every town but we are looking 
at a way to find nurses as needed in more towns,” 
she says. She is looking at the possibility of hiring 
nurses who work at the four critical access hospi-
tals in her service area to work on an as-needed 
basis in their hometowns. “They would be part-
time employees of the hospice, but would only 
work when we have a patient in their area,” she 
explains. 

“Hiring people who live in or near some of the 
small towns will cut expenses such as mileage and 
reduce the driving distance for all employees,” she 
says. Finding the right people will present its own 

challenges as will ensuring proper training and 
education, but in the long run, Rock sees this as a 
solution worth exploring.

The alternative to expanding staff with part-
time nurses in different towns is to restrict the 
geographic area served by the hospice, says Rock. 
“This would be a very difficult decision to make 
and one that we would only make as a last resort,” 
she admits. “There are no other providers in the 
area so people living in the areas we would not 
serve would have no access to hospice,” she says.

The hospice is also looking for ways to increase 
income, says Rock. “We’ve done some fundraising 
in the past but we are going to look at increasing 
our efforts beyond our annual golf tournament 
and our memorial donations,” she says. “Although 
memorial gifts are still given by patients’ families 
and friends, the amounts given have decreased,” 
she says. When planning fundraising events, Rock 
says she will be cognizant and respectful of other 
events planned by not-for-profit organizations in 
the community. “We have to realize that people 
in our community are being approached by many 
charities so we have to find a way to raise funds 
that doesn’t negatively affect donors or other orga-
nizations,” she adds.

Educate others

The hospice’s expertise in end-of-life care is 
another way the organization might add income, 
says Rock. “We have critical access hospitals in 
our area and one hospital administrator has com-
mented that we could teach them how to provide 
better end-of-life care in the hospital,” she says. 
Contracting with the hospital to provide staff edu-
cation about end-of-life and palliative care would 
generate income and expand options for the com-
munity, she says. “One of the sad things we hear is 
that patients believe that they have to be a hospice 
patient to receive end-of-life care and if you don’t 
have hospice, you get no care,” she says. “Educat-
ing critical access hospital staffs would help us 
provide end-of-life care in other parts of the health 
care continuum.”

Another last resort option that would be dif-
ficult to choose would be to combine services and 
staff with other hospices, says Rock. “We do have 
one hospice located 100 miles north of us and 
another 75 miles south,” she says. Although no 
hospice wants to give up its own identity, these are 
difficult times, she points out. “No option is sacred 
or off limits now,” she says. Hospice administra-
tors need to be open to the possibility of combin-
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ing with other organizations if necessary because 
as Rock says, “It’s about survival, and if we don’t 
survive, our friends and families in our communi-
ties will suffer.”  �

CMS reverses plans for 
advance care planning
Media attention led to change

President Obama’s administration reversed 
its decision to revise a Medicare regulation 
to include paying physicians to discuss good 

advance care planning with patients. This deci-
sion is a setback from an ethical and health care 
perspective, according to advocates for end-of-life 
planning.

“The administration was reluctant to do any-
thing that might cause an uproar,” says Paul Mal-
ley, president of Aging with Dignity, a nonprofit 
organization based out of Tallahassee, FL. “The 
unfortunate side effect is it has become more dif-
ficult to talk about good end-of-life care, palliative 
care, and hospice care.”

The Centers for Medicare and Medicaid Services 
(CMS) first proposed including the language about 
advance care planning in a proposal, published 
in the Federal Register on Nov. 29, 2010. CMS 
defined the new annual wellness visit, providing 
personalized prevention plan services as provided 
by the Patient Protection and Affordable Care Act 
of 2010. The change was set to take effect on Jan. 
1, 2011. But CMS withdrew the few sentences per-
taining to this issue shortly after the new year on 
the heels of a December 2010 article in The New 
York Times about the proposed policy change, 
Malley says.

In an amendment to payment policies under 
the physician fee schedule, published in the Fed-
eral Register on Jan. 10, 2011, the Department 
of Health and Human Services (HHS) wrote that 
HHS had added the advance care planning pro-
posal in response to requests for its addition by 
several people who responded during the comment 
period of the proposed rule, published on July 13, 
2010.

“The proposed change added advance care 
planning to a list of things a physician should talk 
about at an annual Medicare wellness check-up,” 
Malley says. “The only thing this did was say the 
physician should ask about advance care planning 

each year at the check-up. It was made voluntary 
and one of the many things on a checklist of topics 
to cover.”

Unlike the eight pages of language inserted in an 
early version of the health care reform bill, which 
would have given physicians specific instructions 
about an advance care planning conversation, this 
simple new guideline was written to be flexible, 
Malley says.

The original health care reform act wording 
gave birth to the talk of health care death panels 
in the summer of 2009, says Jon Radulovic, vice 
president of communications at the National Hos-
pice & Palliative Care Organization (NHPCO) of 
Alexandra, VA. “Those were unfortunate rumors 
that spun out of control,” he says. “That language 
was taken out of the health care legislation, and 
we were disappointed by that.”

There is nothing about advance care planning 
that equals death panels, Radulovic adds. Last 
fall’s proposed change by CMS simply would have 
allowed physicians to bill for advance care plan-
ning, he says.

“It’s not a new idea,” Radulovic says. “This 
new rule just would have made the opportunity 
for the patient to request advance care planning 
as part of the annual check-up, making it more 
widely available.”

However, when media and online blog reports 
stirred up the issue, returning to the fears of death 
panels, the Obama administration took out the 
regulation, he adds. “I think the White House was 
so apprehensive about seeing a firestorm of dis-
cussion about death panels again that they pulled 
back on what would have been a Medicare guide-
line,” Radulovic says. “It was a defensive move 
which we were disappointed about.”

HHS rescinded the provision involving volun-
tary advance care planning because of the wide 
range of views on this subject held by a broad 
range of stakeholders, including members of 
Congress, according to the Jan. 10, 2011, amend-
ment. In that amendment, CMS Administrator 
Donald M. Berwick wrote, “While we believe 
that we acted within our authority in including 
voluntary advance care planning as an additional 
specified element of the new annual wellness visit 
in the final rule, it has become apparent that we 
did not have an opportunity to consider prior to 
the issuance of the final rule the wide range of 
views on this subject held by a broad range of 
stakeholders.”

If the Medicare wording had continued to 
encourage end-of-life discussions between com-
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munity physicians and patients, the best case 
scenario might have been a gradual reduction in 
patients entering the emergency department (ED) 
and intensive care unit (ICU) who have given no 
thought to end-of-life planning, Radulovic and 
Malley say. These types of situations in which 
patients are dying while on life support are among 
the most common cases brought to hospital ethics 
boards for review or ethics consultation, they say.

As it is now, physicians still can bring up end-
of-life issues with patients or refer them to other 
organizations, such as Aging with Dignity. The 
organization distributes the widely used “Five 
Wishes” advance care planning toolkit. Also, there 
is free, downloadable, state-specific advance care 
planning information available through NHPCO’s 
Caring Connections. (See resource section, below, 
for more information.)

However, there is no financial incentive for 
physicians to ask patients about their advance care 
planning at annual visits. Hospitals are required to 
ask patients about their advance directives when 
people are admitted to the hospital, but this con-
versation often takes place at the moment of per-
sonal crisis when families and patients might feel 
pressured and overwhelmed, Malley says. “The 
goal is to have the conversation further upstream 
and talk about it with physicians before there is a 
crisis,” he says.

Some physicians, such as oncologists, increas-
ingly are making end-of-life talk a part of their 
practice, but more buy-in among community doc-
tors is needed, he adds. It will take broader phy-
sician buy-in to move the field to the next level 
where most patients have given advance care plan-
ning some serious thought and have completed 
forms that express their wishes, Malley says.

“We put the focus on what good care means to 
the patient, and it’s important to let people know 
we’re not just talking about feeding tubes and 
ventilators,” he says. “Good care means keeping a 
person comfortable and honoring their dignity.”

This focus should be a part of the natural con-
versation between physicians, hospital nurses, 
social workers, and patients, he says. “This is a 
great opportunity for collaboration between hos-
pitals and physician groups,” Malley says. “If doc-
tors feel empowered to have these discussions with 
patients and their families, that’s the best  
scenario.”  �

New program looks  
at Veterans and  
end-of-life care
Only 4% of Veterans die in Veterans network

The Hospice Foundation of America (HFA) 
recently released “Veterans and End-of-
Life Care,” a free online webinar written 

by Deborah Grassman, ARNP, of the Bay Pines 
Veterans Affairs Medical Center. This program 
will help people learn more about how veterans’ 
military experiences impact their end-of-life expe-
riences-and how hospice can make a difference.

“About 25% of all Americans who are dying 
are veterans — the men and women who have 
served our country as members of the Armed 
Forces,” states Lisa McGahey Veglahn, HFA 
Senior Program Officer. “Yet only 4% of dying 
veterans die within the Veterans Affairs Healthcare 
Network. This means that 96% of these veterans 
are cared for by hospice and health care profes-
sionals in communities all across the United States. 
HFA is grateful to Ms. Grassman, a preeminent 
authority on supporting veterans at the end of life, 
for this new resource.” 

This program is part of HFA’s Hospice Infor-
mation Center, an extensive online library that 

• Paul Malley, President, Aging with Dignity, Tallahassee, 
FL. Telephone: (850) 681-2010. E-mail: p.malley@aging-
withdignity.org. 
• Jon Radulovic, Vice President of Communications, 
National Hospice & Palliative Care Organization, 1731 King 
St., Suite 100, Alexandria, VA 22314. Telephone: (703) 837-
1500. Web: www.nhpco.org. 
• Aging with Dignity, Tallahassee, FL. To obtain a copy of 
the “Five Wishes” advance care planning toolkit, selling for 
$5 for individual copies with free shipping or $1 per copy 
for orders of 25 or more (depending on quantity, shipping 
costs $10+), visit its web site: www.agingwithdignity.org. 
Click on “Five Wishes” icon, and then select the toolkit for 
ordering. 
• Caring Connections of the National Hospice and Pal-
liative Care Organization of Alexandria, VA. Helpline: 
(800) 658-8898. The web site contains free, state-specific 
advance care planning information at www.caringinfo.org. 
Click on the icon that says “Download Your State Specific 
Advance Directive.” 

SOURCES/RESOURCES
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also includes programs such as Understanding 
Hospice, Family Caregiving, Understanding Grief, 
and Coping with Cancer at the End of Life. The 
programming provides hospices and other com-
munity organizations the opportunity to educate 
staff and volunteers about the basics of hospice 
care, caregiving, and grief, and links are provided 
to guide viewers to more information on a variety 
of subjects. Other resources are available for con-
sumers, to help family and friends learn about hos-
pice and how it can help people cope with some of 
life’s most challenging situations, in a format that 
is accessible and understandable.  �

For more information about veterans’ end-of-life experi-
ences, contact:
• Department of Veterans Affairs at: (800) 827-1000 or 
www.va.gov.
• Peace at Last: Stories of Hope and Healing for Veterans 
and Their Families by Deborah Grassman, RN, contains 
veterans stories, hospice experiences, and a series of 
appendices providing sample materials that can assist 
with healing; call (800) 551-7776 for more information.
• Hospice Foundation of America; www.hospicefounda-
tion.org/hfacares or call us at: 800-854-3402.

SOURCES

Veterans, families,  
and their experiences  
at end of life

1. About 25% of all Americans who are 
dying are veterans — men and women who 
have served our country as members of the 
Armed Forces. Yet only 4% of dying veterans 
die within the Veterans Affairs (VA) Healthcare 
Network; the majority of veterans are cared for 
by hospice and Health care professionals in the 
community.

2. Veterans share a unique culture. However, 
veterans from different wars may have had dif-
ferent experiences in battle or upon returning 
home, and these experiences may greatly impact 
end-of-life care.

3. The concept of “stoicism” — an indiffer-
ence to pleasure or pain — is taught to soldiers 
for a valuable reason; it is essential on the bat-
tlefield. But when a veteran is facing illness and 
death, being “strong” and not allowing oneself 
to experience pain can sometimes interfere with 
peaceful dying or effective bereavement.

4. Some veterans who served in a dangerous 
duty assignment might have PTSD (Post-Trau-
matic Stress Disorder). If PTSD surfaces at the 
end of life, counselors should be contacted to 
respond to the veteran’s needs.

5. Many hospices utilize veterans and their 
family members as hospice volunteers. Pairing a 
veteran volunteer with a dying veteran patient 
often results in a strong, mutual camaraderie; 
veterans and their families have a strong sense of 
unity toward each other.

6. One simple, but important question, to ask 
upon admission to hospice or a Health care set-
ting is: “Have you ever served in the military?” 
This question not only provides important infor-
mation about the veteran, but it also may serve 
as a useful way to elicit military stories or any 
unfinished business around the military experi-
ence.

7. Hospices and other organizations can find 
ways to thank veterans for serving their coun-
try, as well as thanking family members who 
are often the “unsung heroes.” Certificates of 
gratitude or an American Flag pin are simple yet 
meaningful ways to demonstrate that their ser-
vice and sacrifice are valued.

8. Some veterans have seen, or feel they have 
caused, trauma that still troubles them. Hospice 
professionals can appropriately explore a pos-
sible need for forgiveness, which may facilitate 
inner peace.

9. Hospices can collaborate with veterans in a 
number of ways, such as designating one person 
to act as liaison with the VA Hospice & Pallia-
tive Care team. Many hospices have found that 
as they solve problems, work through issues, 
and plan co-sponsored events together, a team 
emerges that can respond to veterans’ needs, 
including veterans and their families helping 
each other through grief and bereavement.

10. Veterans and their families should also be 
apprised of their hospice benefit upon admis-
sion. Every veteran who is enrolled in the VA 
system is entitled to hospice care paid for or 
provided by the VA; this entitlement is available 
regardless of category or service-connection.  �
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View the term ‘futility’ 
through different context
Case study illustrates dilemma

Hospital ethics committees could clarify 
and improve the way they handle issues 
involving life support in the intensive care 

unit (ICU) if they brought more nuance to any 
definition of the word “futile,” an expert says.

“There are three ways that term can be used: 
physiological futility, where it just plain won’t 
work; qualitative futility, which includes a value 
judgment that it’s not worth it, and then there’s a 
quantitative futility, which means that you’re 99% 
sure it won’t work,” explains Robert D. Orr, MD, 
CM, director of clinical ethics and a professor 
of medical ethics at Loma Linda (CA) University 
Medical Center. Orr also is the co-chair of the 
Healthcare Ethics Council at Trinity International 
University in Deerfield, IL, a senior fellow with the 
Center for Bioethics and Human Dignity (CBHD) 
and chair of the CBHD’s advisory board, professor 
of bioethics at the Graduate College of Union Uni-
versity in Schenectady, NY, professor of bioethics 
at Trinity International University in Deerfield, IL, 
and a professor of family medicine at the Univer-
sity of Vermont College of Medicine in Burlington.

The medical maxim that there is no moral obli-
gation to provide futile treatment applies only to 
physiological futility, he notes. “The problem is 
physicians sometimes look at a situation and claim 
qualitative futility, saying, ‘I don’t think it’s worth 
it to continue this ventilator on someone who 
won’t ever wake up, so it’s futile,’” Orr says. “But 
if the family says it is worth it to them to keep the 
family member alive despite the fact that there is a 
very remote prospect of any return of mental func-
tion, then I think we should generally support their 
desire.”

There are exceptions to this ethical stand, 
including cases in which the patient is experiencing 
unrelievable suffering, he adds. Also, there might 
be no insurance or government payer to pick up 
the cost of keeping a person alive well past the 
point of reasonable hope for recovery, he says.

It’s when cases move into these gray zones 
that ethics committees and consultants might be 
called in to help. “This is the biggest part of my 
job description,” Orr says. “Just a few days ago, 
I spent two hours with a family and three physi-
cians, a nurse, social worker, and four family 

members discussing whether or not to continue a 
treatment that is postponing a patient’s inevitable 
death.”

The patient had no advanced directives, and 
the patient’s family insisted on continuing treat-
ment, hoping for an unexpected improvement, he 
says. “The physicians said it was unprecedented to 
use this amount of medication for this amount of 
time,” he recalls.

The patient was on a paralytic agent to keep his 
body paralyzed for the purpose of staying venti-
lated, and it had been going on for three weeks, 
Orr says. “With continued paralysis, the patient 
would lose any kind of muscle function and 
wouldn’t come off the ventilator,” he explains. 
“The family wanted to continue the ventilator and 
antibiotics, and they wanted resuscitation if his 
heart should stop.”

The physicians knew that any resuscitative 
efforts would fail, but they wanted to avoid con-
tinued confrontation and conflict with the fam-
ily, so they did not insist on a do-not-resuscitate 
(DNR) order signed by the family. Orr worked 
with all parties over two hours and helped them 
reach a compromise of stopping one of the 
patient’s drugs. “They agreed to stop this one 
medication, which is almost certainly going to 
change the course of events,” Orr says. “The deci-
sion was to wean the patient off the paralytic drug 
and not resume it.”

This is a major clinical change that in most cases 
would lead to the patient’s death, he says.

As an ethics consultant, Orr helped the family 
and medical team reach this compromise by first 
laying out some boundaries, including spelling out 
how this type of case is viewed from medical and 
other perspectives. “From a clinical, legal, and 
professional perspective, it would be OK in this 
patient to stop all treatment,” Orr says.

In this case, stopping treatment is an accept-
able action to take since there is no possibility the 
patient will survive and recover even with treat-
ment, Orr explains. Because the medical team sup-
ports patient and family values, they are willing to 
do what the family requests unless it comes to a 
point where the physicians believe it is absolutely 
futile physiologically, and the patient is suffering 
because of the continued treatment, Orr adds.

In cases in which the patient has an advanced 
directive, then the medical team will side with the 
patient’s wishes, unless the family can demonstrate 
a clear indication that the patient had changed his 
or her mind or had not had this particular scenario 
in mind when signing the advanced directives, he 
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says. “We lean toward favoring the patient’s state-
ment unless the family can rebut it in some way, 
convincing us the statement doesn’t apply in this 
situation,” Orr adds.

An effective way to handle these ethical dilem-
mas is for an ethics committee and/or consultant 
to make an effort to understand where the family 
is coming from, he suggests.

“I put high stock in individual values, and that’s 
necessary for a physician and ethics consultant,” 
Orr says. “I try to show the family the implica-
tions for others and how this interacts with their 
own religious beliefs.”

These cases are intensely emotional and should 
not be turned into adversarial situations, he says. 
“We’re trying to work together here,” Orr says.

In the case outlined above, he notes that the 
hospital team recommended that the patient be 
placed in palliative care. The family members did 
not object to the suggestion, but they were not 
happy with the idea because of a mindset that pal-
liative care equals dying, and they did not think 
of their family member as dying, Orr says. “We 
emphasized that our goal was to make him com-
fortable regardless of the outcome,” he adds.  �

Family assessment tool 
expands ethics consults

Hospitals might improve their ethics con-
sultation processes if they design and use 
a brief ethics family assessment tool to 

determine families’ and patients’ values, two ethi-
cists say.

“We have questions we ask families at admis-
sion, and they’re very important questions to ask,” 
says Heather Fitzgerald, BSN, RN, interim nurse 
ethicist at The Children’s Hospital in Aurora, CO. 
“But they don’t help us get closer to an under-
standing of the specifics of each unique family 
system and the context for each family with whom 
we are engaging.”

Asking patients and families specific ethics and 

• Robert D. Orr, MD, CM, Director of Clinical Ethics, Loma 
Linda University Medical Center, 24760 Stewart St., Loma 
Linda, CA 92350. E-mail: rorr@llu.edu. 

SOURCES
values questions in the first meetings would be one 
strategy for improving communications between 
the medical team and patients and families, she 
says. “We commonly encounter communications 
breakdowns,” Fitzgerald notes. “Part of why the 
ethics team is consulted is because there is some 
failure of communication or a difficulty of com-
munication, whether it’s between family members 
or between the family and the hospital team.”

People with different values have different ways 
of viewing a patient’s care. “There is some place 
where communication has not been fully func-
tional,” Fitzgerald says. “While it may seem simple 
to say we need to communicate more effectively, 
one of the key pieces we’ve found missing is a deep 
understanding of the family system.”

Hospital ethics committee members and ethics 
consultants need to understand the family’s values 
and what they are bringing to decision-making. 
One way to find out these things is by designing a 
family assessment tool, Fitzgerald adds. “Maybe 
we need to flesh out the questions we ask,” she 
says. For example, an attending physician might 
ask patients about what they’ve learned about 
their condition rather than simply asking if they 
have any questions.

Also, an ethics family assessment tool could 
be incorporated into the ethics consultation pro-
cess. For example, long-time ethics consultant 
Jackie Glover, PhD, has developed five questions 
designed to elicit answers that will help explain a 
particular patient’s or family’s values and goals in 
care. “Early on I realized it was so important to 
take a values history, so I started every ethics con-
sult with these five questions to really have a sense 
of rapport and understanding,” says Glover, who 
is an associate professor of pediatrics at the Center 
for Bioethics and Humanities, University of Colo-
rado in Aurora. Glover does consults at the Uni-
versity of Colorado Hospital and at The Children’s 
Hospital, both in Aurora.

Questions such as the ones Glover uses can help 
the ethics consultation process obtain a deeper 
understanding of the family context, Fitzgerald 
says.

An assessment tool might use some of the good 
questions Glover asks so successfully in her con-
sults, she adds. “I call this taking a values history,” 
Glover says. “Who is this family? How do they 
make decisions?”

It’s essential to understand a family’s values, 
but it’s not useful to ask them directly what their 
values are because they likely will not know how 
to answer that question, she adds. “Questions are 
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great prompts,” Fitzgerald says. “So if clinicians 
are going to have conversations with families, they 
can prompt themselves with these or similar ques-
tions.” Here are Glover’s questions:

• What is your understanding of your family 
member’s condition? 

The answers to this question could highlight 
family dynamics and areas of stress. “How do they 
make decisions?” Glover says. “Who needs to be 
there when we talk about the patient’s condition?” 
For example, it could be the family is huge and the 
grandparents are the ones to talk to, she adds.

• How has the illness affected your family? 
Follow-up questions might include, “What are you 
going through? What’s most important to you?” 
she says. 

• What is most important to you in the care of 
your child (family member)? A follow-up question 
is, “What are you hoping for?” Glover says. 

• What do you fear the most? The next question 
would be similar, but stated differently: “What do 
you want to avoid?” Glover says. 

• What are your family’s sources of support and 
strength? 

“If it’s a family of faith then they might say their 
faith is getting them through it,” Glover says. “Or 
maybe they have a tight-knit family who is here 
for them.”  �

Free webinar available 
for hospice volunteer 
managers

The Hospice Foundation of America (HFA) 
offers a new, free online webinar that exam-
ines the important role that volunteers play 

in hospice, and explores creative ways that hos-
pices can recruit and retain volunteers. 

“Hospice Volunteers: Recruiting, Retaining, 
Rewarding,” includes tips and ideas from profes-
sional hospice volunteer coordinators, as well 

as personal insights from hospice volunteers. 
The program, plus additional resources and Fact 
Sheets, can be used as for volunteer recruiting and 
training purposes at no charge. Free Continuing 
Education credits are available for a wide range of 
professionals.

This program is part of HFA’s Hospice Informa-
tion Center, an extensive online library that also 
includes programs such as Understanding Hospice, 
Family Caregiving, Understanding Grief, and End-
of-Life Challenges. The programming provides 
hospices and other community organizations the 
opportunity to educate staff and volunteers about 
the basics of hospice care, caregiving, and grief, 
and links are provided to guide viewers to more 
information on a variety of subjects. To access the 
program, go to www.hospicefoundation.org and 
select “Hospice Information Center CEs” under 
the “Professional Education” tab. Choose “Edu-
cate Yourself and Others” on the right naviga-
tional bar and select “Hospice Volunteers: Recruit-
ing, Retaining, Rewarding.”  �

Joint Commission offers 
PC certification

Hospitals accredited by Joint Commission 
can now seek Advanced Certification in 
Palliative Care with the introduction of a 

new program. The certification program launches 
Sept. 1, 2011 and the standards will be available 
July 1, 2011.

The Advanced Palliative Care Certification 
requirements emphasize:

• A formal, organized palliative care program 
led by an interdisciplinary team whose members 
possess the requisite expertise in palliative care;

• Leadership endorsement and support of the 
program’s goals for providing care, treatment,  
and services;

• A special focus on patient and family  
engagement;

• Processes that support the coordination of 
care and communication among all care settings 
and providers; and

• The use of evidence-based national guidelines 
or expert consensus to guide patient care.

For more information about the Advanced Cer-
tification in Palliative Care program, please call 
(630) 792-5291, or email dscinfo@jointcommis-
sion.org.  �
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��Are your CMS cap 
repayment demands 
accurate?

��Tips for providing 
care to dementia 
patients

��How to meet 
the needs of COPD 
patients

��Develop training 
standards for 
hospice aides

COMING IN FUTURE MONTHS

Charities report some 
fundraising increases  
in 2010

A majority of charities surveyed saw their 
fundraising revenue remain stable or 
increase last year, according to the 2010 

Nonprofit Fundraising Survey, a report produced 
by the Nonprofit Research Collaborative (NRC), 
a coalition of six fundraising and philanthropic 
organizations. 

The survey of 1,845 nonprofit organizations 
also showed that strong fundraising results were 
more likely when organizations invested resources 
in fundraising staff and infrastructure, including 
volunteer management. 

In the NRC survey, 52% of organizations 
reported reaching their fundraising goals that 
year. The percentage of organizations raising more 
money in 2010 compared to 2009 was 43%. 

At least half of the respondents saw an increase 
when using three of the most common fundraising 
activities:

• Online or Internet giving rose for 58% of the 
organizations using it;

• Major gifts and special event proceeds both 
rose for 50% of the organizations using them to 
raise funds.

Less than half of organizations saw growth in 
four other commonly used fundraising methods:

• Direct response appeals resulted in increased 
donations at 43% of organizations. A third of 
organizations using direct response saw stable rev-
enue, and nearly one quarter (24% saw a decline).

• 40% of organizations using foundation pro-
posals for fundraising reported increased contribu-
tions. A 33% saw foundation grants remain stable 
and 24% saw a decline. 

• Just 39% of organizations receiving gifts from 
board members saw an increase in contributed 
revenue from this source. Almost half (49%) using 
board giving saw it stay almost the same as in 
2009. 

• 34% of organizations receiving corporate con-
tributions (grants or gifts) saw an increase from 
this fundraising vehicle. Forty-four percent saw 
revenue from this vehicle remain stable, but 22% 
saw a decline. 

The three least used methods were telephone 
appeals, payroll giving, and planned giving. They 
were most likely to stay at the same levels as in 
2009. For charities using them, half to 60% said 

these vehicles generated the same amount as in 
the prior year. To see a copy of the report, go to 
www.foundationcenter.org, and look under “Gain 
Knowledge” to see a link to the report.  �

Project reduces nursing 
home transfers at EOL

Few nursing homes have a reliable process 
to help residents understand and document 
their end-of-life wishes, nor adequate proce-

dures to care for them when they are dying. As a 
result, residents are often hospitalized during the 
last weeks or months of life, causing unnecessary 
suffering and possibly driving up health care  
costs.

A recent regional initiative of the California 
Healthcare Foundation, the PREPARED project, 
sought to reduce such transfers by improving 
advance care planning, including use of Physician 
Orders for Life Sustaining Treatment (POLST). 
The intervention included hospital-provided clini-
cian educators assigned to nursing homes to offer 
education, role modeling, and coaching of key 
staff.

An evaluation of the project showed a statisti-
cally significant increase in the nursing home as 
the site of death for residents who died and a 
modest reduction in hospitalizations from 9.6 per 
month per facility to 8.9. There was a 6% increase 
in family members’ overall rating of their dying 
loved one’s quality of care and a 13% decrease in 
the number of family members who thought that 
their dying loved one was not always treated with 
respect.

Factors that contributed to progress in some 
facilities included:
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• Sustained administrative support and  
leadership; 

• Facility advance care planning champions  
and involved physicians; 

• A focus on quality improvement; and 
• Opportunities for resident and family  

education.
To see a copy of the report go to www.chcf.org 

and select “Publications” on the top navigational 
bar, then choose “Current Publications.” Scroll 
down to “Be Prepared: Reducing Nursing Home 
Transfers Near End of Life.”  �

Making health decisions 
for others not easy on 
surrogate
Study shows that burden lasts for years

Clinicians rely upon family members or other 
surrogates to make health decisions, such 
as entering hospice care, when an adult 

patient is incapacitated. A study published in the 
Annals of Internal Medicine evaluates the effect of 
this practice on the surrogates.1

Authors reviewed previous studies that included 
information on the effect on surrogates who made 
health care decisions for family members or friends 
looked at 40 studies that included empirical data 
on surrogates. Most surrogates were surveyed sev-
eral months to years after making decisions, the 
majority of which were end-of-life decisions for 
family members or friends. At least one-third of 
surrogates experienced negative emotional burden 
as a result of making the decision. The most com-
mon effects were stress, guilt over the decisions 
they made, and doubt regarding whether they had 
made the right decisions.

Nine of the 40 studies also reported beneficial 
effects such as the support provided to the patient 
and the sense of satisfaction that the surrogate felt 
as a result of helping the patient. The most com-

mon factor cited in reduction of the negative effect 
on surrogates was knowing which treatment or 
choice was consistent with the patient’s prefer-
ences.  �
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Hospice Management Advisor
2011 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, 2011.

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


