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Feasibility, financing, and design are 
keys to success of inpatient hospice
Detailed planning required before ground breaking

What am I doing? I’m a nurse. What do I know about building a 
hospice facility?  

This question has popped into Pat Stropko-O’Leary’s mind 
quite often in the past two years as Hospice of Medina (OH) County, 
has moved closer to having its own building to house a 16-bed inpatient 
program along with administrative offices for the home health and home 
hospice services offered by the agency. 

As executive director of the agency, Stropko-O’Leary has overseen 
efforts to raise funds, purchase land, design the facility, and build it. 

“In 2000, our board members developed a strategic plan to expand 
our services,” she explains. A bereavement center was established and 
a home health service for patients who don’t yet meet hospice eligibil-
ity requirements was developed as two ways to meet unmet needs in the 
community, Stropko-O’Leary says. “We also began to look at offering 
inpatient hospice services because there was no inpatient service in our 
area, and it is not easy for family members to travel great distances to see 
a loved one at the end of their life,” she says.

Although the feasibility study for inpatient hospice initially showed 
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EXECUTIVE SUMMARY
If a feasibility study shows a need for an inpatient hospice in your area, the hospice 

manager and board need to handle tasks that are not typical.

•  Launch a capital building campaign that will solicit larger contributions that most 

hospices solicit for programs and services.

•  Obtain financing to handle costs not covered by fundraising.

•  Educate financiers about the specific needs of hospice.

•  Work with an architect and contractors to ensure that building regulations are met.

•  Learn how to manage and staff a 24-hour, seven-day-a-week inpatient facility.



enough support for a 10-bed unit, board members 
were not convinced that the study justified the 
financial commitment a building required, says 
Stropko-O’Leary. The logical next step was to find 
a way to offer the service and gain experience in 
managing an inpatient unit without the hospice 
owning its own building. 

“In 2003, we leased space in an assisted living 
facility to set up an eight-bed hospice unit,” she 
says. During the seven years, the inpatient unit 
operated at close to 100% capacity. “We gained 
valuable experience, solidified our ideas about what 
we wanted in our own building, and proved that 
there is a need for the service in our community.” 

Groundbreaking for Hospice of Medina County 
inpatient facility occurred 10 years after the 
strategic plan called for expansion of services, 

but this delay is not unusual, says Jim Faulkner, 
AIA, NCARB, LEED AP, president of Dayton, 
OH-based Matrix Architects, an architectural firm 
that specializes in hospices. “Fear of the unknown 
is the biggest challenge to overcome to get a 
hospice inpatient facility built,” he says. “Board 
members and hospice leadership often don’t have 
any experience with major capital fundraising 
campaigns, construction of a health care facility, 
or staffing a 24-hour inpatient program.”

When consulting with a hospice that is consid-
ering an inpatient facility, Faulkner advises board 
members to move forward if a feasibility study 
indicates a need for the facility. “In most cases, 
construction costs never go down, so each year the 
project is delayed, the costs will go up,” he points 
out.

Waiting was a smart move

For Hospice of Medina, waiting until 2010 
to break ground actually helped financially, says 
Stropko-O’Leary. “We were estimating that our 
initial 12-bed design would cost $10 million to 
build, but when we received bids on the project, 
they were lower than we expected, so we are build-
ing a 16-bed project for less than we planned to pay 
for a 12-bed facility,” she says. The lower costs for 
construction are attributable to the economy and 
the competition among builders and building sup-
ply companies, as well as the competitive bidding 
process the hospice used, Stropko-O’Leary says.

“We had to bid the project on an open-bid 
process because of the low-interest loan we are 
using from the U.S. Dept. of Agriculture’s Rural 
Development Program [www.rurdev.usda.gov],” 
she says. The loan, along with funds raised 
through the hospice’s capital campaign and 
money saved by the hospice since 2000 for this 
project, will pay for the building. All administra-
tive offices, along with the bereavement center 
and inpatient unit, will move to the new build-
ing, Stropko-O’Leary reports. The cost of current 
leases for the administrative offices, inpatient unit, 
and bereavement center are three-fourths of the 
total cost of the monthly mortgage payments, so 
the hospice is not looking at a significant increase 
in monthly expenses for space, she points out. (For 
more tips on financing a facility, see p. 39.)

Incorporating administrative offices and other 
services into the same building is a way to maxi-
mize use of your investment, but be sure the facil-
ity doesn’t look like an office building, suggests 
Faulkner. “An inpatient hospice facility should 
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have a homelike look both inside and outside,” he 
says. 

While a more institutional look might be less 
expensive to build, fewer patients and families will 
choose that type of environment, he says. “Our 
buildings look like residential homes with dor-
mers, hipped roofs, bump-outs, brick, and stone,” 
Faulkner says. “We also like to build on sites that 
are in residential neighborhoods because family 
members have places to walk, backyard gardens in 
which to relax, and a quiet place with less traffic 
than a commercial area.”

Inside the facility, spaces should continue the 
homelike look, suggests Faulkner. “Space in a hos-
pice facility is used differently than other health 
care facilities,” he says. Rooms must be large 
enough to accommodate family members, space 
for family members to spend the night must be 
available, and small areas throughout the facility 
should be available for family members to sit when 
they are not in the patient’s room, Faulkner says. 
(For other ideas on hospice design, see p. 40.)

There will be unexpected challenges, warns 
Stropko-O’Leary. The hospice was able to pur-
chase a beautiful piece of land that borders a state 
park, but the state Department of Transportation 
(DOT) would not allow the hospice to build a 
driveway from the highway, she says. “We are on 
a corner, and the DOT rules state that a corner 
piece of property must use the side street, not a 
state highway, for access,” Stropko-O’Leary says. 

Although the hospice appealed the decision, 
highway access was not allowed. “We wanted 
highway access because it means cutting down or 
damaging fewer trees,” she says. Because the hos-
pice is building their facility as an energy-efficient, 
environmentally friendly building, the goal has 
been to remove as few trees as possible. “We can 
make the driveway from the side street work, and 
we will just replant trees when we are finished 
construction,” Stropko-O’Leary says.  ■

Outside experts can help 
with capital campaign
Educate community, bankers about hospice

One of the biggest challenges encountered by 
hospice administrators and board members 

who want to build an inpatient facility is fund-
ing the project, says Jim Faulkner, AIA, NCARB, 
LEED AP, president of Dayton, OH-based Matrix 
Architects, an architectural firm that specializes in 
hospice.

“Many hospices have relied upon smaller, event-
oriented fundraising efforts,” explains Faulkner. 
Although grass-roots, word-of-mouth fundraising 
is effective for supporting many hospice programs, 
a 12-bed inpatient unit will cost between $5 mil-
lion and $10 million, he says. 

“To raise this amount of money, a hospice 
needs a well-coordinated capital gift campaign 
that solicits specific individuals or companies for 
sizeable gifts,” Faulkner says. “If a hospice does 
not have this expertise on staff or on the board, 
a professional fundraiser should be considered.” 
Faulkner recommends networking with other hos-
pice managers at conferences and meetings to find 
good fundraisers for hospice. (Editor’s note: The 
Association of Fundraising Professionals, at www.
afpnet.org, also can serve as a resource.) 

The current economy will affect your ability 
to raise funds, so be realistic, warns Pat Stropko-
O’Leary, executive director of Hospice of Medina 
County in Medina, OH. “We’ve always received 
great support from our community, so when we 
started our capital campaign, we set a goal of rais-
ing $5 million to cover half of the anticipated cost 
of the building,” she says. “We did receive some 
large gifts from unexpected sources, but we soon 
realized that we were not realistic about what we 
would raise.”

Setting the goal at $2.2 million was more real-
istic. When the hospice broke ground in March 
2010, almost half of the money had been raised. 
“The campaign will continue throughout the 
building of the facility to raise the remainder of the 
money to pay construction expenses,” Stropko-
O’Leary adds.

When you are contacting local companies about 
support for the facility, don’t forget in-kind dona-
tions, suggests Faulkner. “A building supply com-
pany or a subcontractor might donate a certain 
amount of supplies or labor rather than cash,” he 
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For more information about building an inpatient hospice 
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says. “One project we handled received a donation 
of $300,000 worth of brick and stone from a local 
company.”

Although you might not have the architectural or 
fundraising expertise for the project locally, work 
with local banks for financing, suggests Stropko-
O’Leary. “We solicited loan proposals from local 
banks and are using a combination of loans from 
a local bank and a low-interest government loan 
from the U.S. Dept. of Agriculture’s (USDA’s) 
Rural Development Program [www.rurdev.usda.
gov],” she says. “We learned that we qualified for 
the USDA loan from one of the local bankers.”

Be prepared to educate people about hos-
pice when you submit your loan request, warns 
Stropko-O’Leary. “We were the first hospice to 
apply for a loan with the bank, so the person 
assessing the viability of our business plan for the 
facility tried to compare our business to nursing 
homes,” she says. Because the design of the hos-
pice’s building included administrative offices for 
the home health agency, the home care hospice 
service, in addition to the inpatient facility, the 
assessor focused on the number of offices com-
pared to the number of inpatient beds, Stropko-
O’Leary says. 

“He kept saying that having 24 offices to sup-
port 16 beds did not make sense,” she says. “We 
had to explain that the 24 offices were not just 
to support the beds, but also to support all of the 
home-based patients, the bereavement center, our 
fundraising, our counseling, and all of the other 
community outreach services we offer.”

Unlike a nursing home or hospital, most of the 
hospice’s patient care takes place out of the build-
ing, because they see most patients in their own 
homes. That is something most loan officers don’t 
understand, she says.  ■

Homelike design appeals  
to patients and families
Ask staff members for input

“It should look like Grandma’s house.”
This is how Jim Faulkner, AIA, NCARB, 

LEED AP, president of Dayton, OH-based Matrix 
Architects, an architectural firm that specializes in 
hospice, describes the ideally designed inpatient 
hospice facility.

“People want to feel comfortable with their 

surroundings, and the best way to make them feel 
comfortable is to make the building similar to a 
home,” he says.

Designing a hospice inpatient facility requires 
attention to items that are different from other 
health care facilities, says Faulkner. “People use an 
inpatient hospice facility differently than a nursing 
home or hospital,” he points out. “Family mem-
bers will stay with their loved ones 24 hours a day 
when they are dying, and the facility has to be able 
to handle an influx of additional people.”

Versatility for the facility begins in the parking 
lot, says Faulkner. You have to design the park-
ing lot with a specific number of parking places 
according to local regulations and anticipated, 
normal, use of the facility, he says. However, what 
happens if several patients are at the end of life 
at the same time, and multiple families are at the 
facility? “We design driveways wider than nor-
mal to handle overflow parking when needed,” 
Faulkner says.

Patient rooms must be larger than most health 
care rooms, says Faulkner. “More family mem-
bers want to be involved in care at the end, so the 
rooms have to accommodate additional people 
providing care,” he says. “If possible, we design 
a small sitting area with a pullout sofa and some-
times a small second room can be built adjacent to 
the patient room.” These are expensive options, 
but some hospices opt for them to provide privacy 
to the patients and their families.

Another way to provide a private, quiet area 
for families to use is to build a number of “nooks 
and crannies” throughout the facility, suggests 
Faulkner. “Small sitting areas, counseling rooms, 
libraries, or bereavement rooms that resemble liv-
ing rooms, all offer places for family members to 
gather,” he says. 

Even the kitchen in an inpatient hospice facil-
ity is different, points out Pat Stropko-O’Leary, 
executive director of Hospice of Medina (OH) 
County. “Hospital and nursing home kitchens 
serve meals at scheduled times of the day, but our 
kitchen has to make food available to family mem-
bers throughout all hours,” Stropko-O’Leary says. 
“We have to stock and staff it so that we can fix a 
sandwich or chicken soup or other comfort foods 
that family members want, any time of the day.”

Stropko-O’Leary’s staff had the advantage of 
operating an inpatient unit within an assisted liv-
ing facility’s building before designing their own 
building. “We asked staff members for input, and 
we got a lot of good ideas,” she says. While the 
assisted living facilities had doorways opening 
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onto outside patios from the rooms, staff members 
were concerned about security in a building with 
that many doors to the outside and a building that 
contains narcotics and other drugs. “Our inpatient 
hospice rooms face a beautiful, wooded park so 
we want them to enjoy the outdoors, but we opted 
for floor-to-ceiling windows rather than doors to 
the outside,” Stropko-O’Leary says.

A children’s counseling room and a library for 
families to use were two other ideas implemented 
from staff suggestions, she says. “Our inpatient 
staff also insisted on no carpeting in the unit,” 
Stropko-O’Leary says. This suggestion went 
against the architect and hospice leadership’s 
intention to make the building as warm and home-
like as possible, but the nurses explained the diffi-
culty keeping the carpet clean and unstained from 
blood, she says. “Our architects came up with 
another option. They found a durable, bacterio-
static carpet that would be easy to clean and dis-
infect,” Stropko-O’Leary says. “The nurses were 
happy with the solution.” 

There was one employee suggestion that did not 
go far in the approval process because it didn’t 
fit the mission of the project, Stropko-O’Leary 
admits. “One staff member wanted us to include a 
fitness area with showers and changing rooms so 
staff members could work out before going home 
or before starting work,” she says.  ■

CANCER study: Physicians 
and end-of-life discussions
Physicians don’t discuss EOL within guidelines

Most physicians reported in a national survey 
that they would discuss end-of-life options 

with a terminally ill patient only when there were 
no more treatments to offer that patient, not 
when the patient still was feeling well, according 
to a study published online in CANCER, a peer-
reviewed journal of the American Cancer Society.1

Based on other studies that suggest cancer 
patients receive a lot of aggressive care at the end 
of life, and through their own experiences treat-
ing cancer patients, the designers of the study 
were “suspicious that doctors might not be talk-
ing about end-of-life issues,” Nancy L. Keating, 
MD, MPH, an author of the study and a mem-
ber of the Department of Health Care Policy, 
Harvard Medical School, Boston, and the Division 

of General Internal Medicine, Department of 
Medicine, Brigham and Women’s Hospital, both 
in Boston.

Also, the researchers took a cue from other litera-
ture, which suggests that many patients really don’t 
know how sick they are, she says. “We were quite 
surprised to find such low rates of discussion of some 
of these end-of-life issues in patients [who] had a life 
expectancy of four to six months,” Keating notes.

National end-of-life guidelines usually recommend 
that such end-of-life discussions take place when a 
patient has less than a year to live, she explains.

The researchers, Keating says, believe there are 
two possible explanations: One is that physicians 
aren’t aware of these national guidelines; the other 
is that they are aware of the guidelines but disagree 
with them. It is possible, she says, that physicians 
often decide on their own that their patients aren’t 
ready to discuss the end of life, or they believe that 
patients won’t take the prognosis or discussion well, 
and as a result they will lose hope and give up.

“I personally think that patients have a right to 
have these discussions early, when they’re really able 
to and capable of [understanding],” Keating says. 
“But there aren’t, and there haven’t been, excellent 
studies randomizing people to hearing about [these 
matters] early or late to know what happens.” 

Difficult conversations are, well, difficult

One explanation for why physicians don’t have 
end-of-life discussions with their patients is that these 
are difficult conversations to have, Keating says.

“Unfortunately, we didn’t know what our results 
would be to have follow-up questions on that, so 
we can’t tell you anymore about that,” Keating 
says. “We need more research to try to find out 
why doctors aren’t having these discussions.”

Keating suggests that the best guess for why they 
aren’t having these discussions is that doctors tend 
to focus on treatment. One finding from the survey 
was that 66% of physicians surveyed discussed 
prognosis early, or when the patient had four to six 
months to live. “So, we said, are doctors using this 
as an opportunity to have other discussions about 
hospice and DNR status, etc.?” she says. “And in 
fact, there were no differences in the rates of doc-
tors discussing these other things who did or did not 
discuss prognosis early, which leads us to think that 
the prognosis is a discussion that the doctors use as 
an opportunity to discuss treatment.”

“They might say, ‘Well, the average person 
might live for six months with your condition; but 
if we treat you with this drug, the average person 
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will live for eight months,” Keating says.
Because most of the doctors indicated they would 

not discuss end-of-life options with the patient unless 
there were no more treatments to offer, Keating takes 
issue with that approach. “In patients with metastatic 
disease, what does it really mean that there are no 
more treatments to offer? I mean, none of the treat-
ments are curative in the cancers that were studying, 
or pretty much none. So, most of these patients really 
do have relatively few options, and I think they may 
not be understanding that any treatment for them is 
not going to be curative.”

Often, when these conversations are delayed, 
Keating says that in her experience, the patient 
receives chemotherapy, then the patient becomes 
sick from chemotherapy and goes to the hospital, 
where he or she is intubated due to pneumonia. 
Keating maintains that “if the patient really under-
stood their prognosis, they might not want that.” 
(For story on why physicians have later conversa-
tions about end-of-life care, see story, below. For 
story on timing of the discussion, see below right.)

REFERENCE
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Physicians are  
trained to treat

The real culprit for why physician conversations 
with patients about end-of-life care occur later 

rather than sooner is that physicians in medical 
schools primarily are trained to treat rather than 
talk, but that appears to be changing.

“I think, by and large, doctors are trained to 
treat patients, and to make patients better, to cure 
patients. And we’ve traditionally had very little 
training and experience in focusing on improving 

the quality of death,” says Nancy L. Keating, MD, 
MPH, an author of a recently published study on 
physician discussions with patients on end-of-life 
care.1 “And I think a lot of doctors feel like they’ve 
failed, if they can’t cure someone or can’t continue 
treating someone,” says Keating, a member of the 
Department of Health Care Policy, Harvard Medical 
School, Boston, and the Division of General Internal 
Medicine, Department of Medicine, Brigham and 
Women’s Hospital, both in Boston.

20% go to ICU in last month

Keating notes that about 20% of patients in the 
Medicare population are admitted to the ICU in 
the last month of life. “I think there’s lots of evi-
dence out there that many patients get lots and lots 
of courses of chemotherapy at the end of life,” she 
says. “Many patients are getting new chemotherapy 
within 30 days of death, and all of these things sug-
gest that we really are possibly being too aggressive 
with the way that we’re treating people.”

An encouraging sign related to this issue is that 
many medical schools now have structured classes 
on communication covering topics such as end-of-life 
options. Also, the survey found that more recently 
trained doctors were more likely to have end-of-life 
discussions with their patients, Keating notes.

REFERENCE
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Timing of discussion
is sensitive to patients

End-of-life discussions can begin when someone is 
diagnosed with a life-limiting illness, says James 

A. Tulsky, MD, director of the Palliative Care Center 
at Duke University Medical Center, in Durham, NC.

“Part of it is, it’s very important to find out what 
the patient wants,” he says. “You know, if you look 
at surveys of patients, they have very different prefer-
ences for when they want to talk about this. Some 
people say, ‘As soon as I get diagnosed with meta-
static disease, for example, I want to have a discus-
sion about end of life.’ Other people will say, ‘Only 
when I am a few weeks away from death do I want to 
have a discussion about end of life.’”

Physicians are increasingly trained to ask 
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patients questions and to listen to their answers.
“One of the things that we train people to do is 

to ask patients and to say to somebody, ‘One of the 
things I would like to talk with you about is deci-
sions you would face in the future, concerns about 
the future. Is now a good time to talk about this? 
Would you like to hear about prognosis? Would 
you like to hear what we expect to happen with this 
illness, or would you rather not? People will [some-
times] say, ‘I’m not ready to talk about that right 
now.’ And then that’s their choice,” Tulsky says. ■

Improve retention:  
Make safety a priority 
Job satisfaction related to safety 

Why should a home health manager pay close 
attention to employee safety? Not only 

are there legal and ethical reasons to do so, but 
employees who feel safe in their work environment 
are more likely to remain in their job.

“As home health nurses grow older, it becomes 
more important to make sure that they are satisfied 
with their jobs and stay with the agency, because it is 
difficult to replace their experience and knowledge,” 
points out Robyn R.M. Gershon, MHS, DrPH, 
associate dean of research resources and professor at 
the Mailman School of Public Health at Columbia 
University in New York City. High turnover is not 
only expensive, but it also can create more dissatis-
faction among employees, as other staff members are 
asked to cover more patients, she says.

What the research says

One study shows a negative correlation between 
threatened verbal or physical abuse, environmental 
exposures to cigarette smoke or unhealthy homes, 
and household job-related risks to job satisfaction 
and retention, Gershon says.1 Other issues that home 
health employees identify as issues in the job, such as 
transportation and travel, or the type of work that 
is done, do not present a significant correlation to 
retention. “It is clear that violence, or the potential 
for violence, are issues that affect the employee’s plan 
to stay with the agency,” says Gershon. If an agency 
can develop safety policies that are specific to home 
health and ensure that all employees understand that 
the agency takes their safety seriously, the opportu-
nity to retain employees increases, she says.

Be sure your policies address the process to 

report a safety issue, the actions that are taken 
after a safety incident or report, and the options 
for resolving the safety issue, says Gershon. Safety 
policies should address a range of issues, including 
infection control and personal security, she adds.

Just developing policies is not enough to reas-
sure employees, suggests Norma R. Anderson, RN, 
MSN, CNL, nurse educator at the University of San 
Francisco School of Nursing and author of “Safe 
in the city,” a study of workplace danger in home 
health.2 “Safety policies and protocols needs to be 
reinforced through yearly safety training classes 
and daily reminders that safety is important,” 
Anderson says. “A continuous focus on employee 
safety makes employees feel valued.” (For informa-
tion on how to handle a report of a safety issue, see 
story, below. For more on the safety of employees 
who work in the home, see “‘Safety comes first’ 
should be more than slogan,” Hospice Management 
Advisor, March 2010, p. 30.)
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How to address  
report of a safety issue
Take report seriously; document follow-up

Ensuring employee safety requires more than 
a set of policies and procedures. It requires 

immediate action and thorough investigation once 
an employee reports an unsafe situation, says 

SOURCES
For more information about employee safety, contact:
•  Norma R. Anderson, RN, MSN, CNL, Nurse Educator, 

University of San Francisco School of Nursing, 2130 
Fulton St., San Francisco, CA 94117-1080. Fax: (415) 422-
5618. E-mail: normaranderson@msn.com.

•  Robyn R.M. Gershon, MHS, DrPH, Associate Dean of 
Research Resources, Professor, Mailman School of Public 
Health, Columbia University, 722 W. 168th St., Room 
938, New York, NY 10032. Telephone: (212) 305-1186. 
Fax: (212) 305-8284. E-mail: rg405@mail.cumc.columbia.
edu.
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Robert W. Markette Jr., an attorney with Gilliland 
& Markette in Indianapolis.

Take each report seriously, says Markette. 
Although the issue might seem minor, be aware that 
most cases of violence in home health were preceded 
by warning signs that the home health employee 
didn’t report or didn’t view as serious, he explains.

Make sure that employees know that they don’t 
have to stay in the home if they feel threatened, 
says Markette. “If the patient or a member of the 
patient’s family yells at the employee or threatens 
them in any way, they should leave and let their 
manager talk to the family,” he says.

There are gray areas in which some home health 
nurses use their own judgment, admits Markette. 
“Some patients with dementia will threaten oth-
ers, curse, or yell, and the behavior is related to the 
disease,” he says. “Older, more experienced nurses 
will often take the behavior in stride, but younger 
nurses or aides may not be prepared to handle the 
situation.”

Regardless of the situation, once an employee 
reports that he or she doesn’t feel safe, a manager 
must investigate, says Markette. “If there is vio-
lence or a threat of violence, suspend service while 
you investigate,” he suggests. “After the investi-
gation, a manager and another person from the 
agency should visit the family.”

The agency should always send two people to 
meet with the family, with one person having the 
authority to make decisions and the other person as 
a witness to the meeting. The purpose of the meet-
ing is to identify the issue, outline the results of the 
investigation, and discuss the actions that will be 
taken to resolve the issue. The employee involved in 
the report should not be present, says Markette. 

“All of these points should be included in a let-
ter that will be given to the family,” he says.

A family member or the patient must sign a form 
acknowledging receipt of the letter, Markette adds.

In some cases, the agency might ask a family to fix 
unsafe conditions in the home, make sure that fam-
ily members or friends who threatened or made the 
employee feel unsafe are not at the home when the 
employee is there, or confine a dog during the employ-
ee’s visit, says Markette. “If the family and patient 
agree to the conditions, resume service,” he says.

There might be cases in which patients or family 
members don’t want certain employees based upon 
race or gender, and that preference prompted the 
threatening language, says Markette. “An agency 
cannot assign employees based upon race or gender,” 
he emphasizes. If the family or patient insists upon 
certain gender or race, then the agency will have to 

discharge the patient, based on the family’s unwill-
ingness to provide a safe environment, he adds.

Dementia patients can present challenges, but 
Markette suggests that the agency try to assign more 
experienced nurses to them if there is no real poten-
tial for violence. “If you do make a staffing change 
after an investigation, be sure to point out to the 
employee who filed the complaint that it is not a 
reflection on the employee’s performance; it is related 
to being able to serve the patient,” he suggests.

If the patient and family don’t address the 
issues outlined in the letter, it is appropriate to 
send another letter informing them that due to 
their inaction, your agency must discharge the 
patient, says Markette. Although agency manag-
ers are reluctant to appear to abandon a patient, it 
is acceptable to discharge a patient when there is 
clear evidence and documentation that providing 
care places the home health employee in a poten-
tially dangerous situation, he says.

Finally, after the report has been investigated 
and issues have been resolved, be sure to commu-
nicate with the employee who initiated the com-
plaint, says Markette. “Explain the process and 
the results thoroughly, so that the employee knows 
the complaint was taken seriously.”  ■

SOURCE & RESOURCE
For information on responding to safety concerns, contact:
•  Robert W. Markette Jr., Attorney, Gilliland & Markette, 

3905 Vincennes Road, Suite 204, Indianapolis, IN 46268. 
Telephone: (800) 894-1243 or (317) 704-2400. Fax: (317) 
704-2410. E-mail: rmarkette@gillilandmarkette.com.

For a free copy of the article “Preventing workplace 
violence for health care and social service workers,” go 
to www.gillilandmarkette.com. Select “publications and 
articles,” then scroll down to select the article.

Relationships explored  
for patients, caregivers 
Association issues paper to explore ethics

The American College of Physicians (ACP) has 
issued a position paper to guide ethical relation-

ships among patients, physicians, and caregivers. 



April 2010 / HOSPICE MANAGEMENT ADVISOR™ 45

The Journal of General Internal Medicine has 
published “Family caregivers, patients, and physi-
cians: Ethical guidance to optimize relationships.”1 

The text and an online appendix of resources to 
help physicians manage relationships with patients 
and caregivers are available at www.acponline.org/
running_practice/ethics/issues/policy. The article is 
listed under “Individual position papers.”

The paper defines caregivers as relatives, part-
ners, friends, and neighbors of patients who assist 
with activities of daily living and complex health 
care needs. It outlines four primary principles 
for physicians, who might face ethical challenges 
collaborating with patients and caregivers while 
preserving the primacy of the patient-physician 
relationship:

• Respect for the patient’s dignity, rights, and 
values should guide all patient-physician-caregiver 
interactions. 

• Effective communication and physician acces-
sibility are fundamental to supporting the patient 
and family caregiver. 

• The physician should recognize the value of 
family caregivers as a source of continuity regard-
ing the patient’s medical and psychosocial history 
and facilitate the intellectual and emotional transi-
tion to the end stage of serious chronic illness. 

• When the caregiver is a health care profes-
sional, the physician should draw appropriate 
boundaries to ensure that the caregiver is not 
expected to function in a professional capacity 
in relation to the patient and that the caregiver 
receives appropriate support, referrals, and  
services.

Although hospice and palliative care address 
the impact of illness on patients and families, the 
authors wrote, historically the patient-physician 
relationship has focused on the patient’s rights and 
interests with less attention to the patient’s experi-
ence within the context of family and social rela-
tionships, according to the authors. “Contemporary 
bioethics with its emphasis on patient autonomy 
and confidentiality has supported this model but is 
beginning to recognize the need for a family-cen-
tered approach,” the authors add.
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Checklist published  
for in-home palliative care

A study by Spanish researchers presents new 
information for palliative care teams that 

administer sedation to patients at home.1 Their 
findings prove that palliative sedation does not 
hasten death among terminally ill patients.

The researchers reviewed medical records for 
370 patients in palliative home care. Researchers 
looked at situations where caregivers used differ-
ent types of drugs to relieve intolerable suffering of 
end-of-life cancer patients. Among the 370 patients 
in the study, 245 (66%) died at home, and 125 
(34%) died in a hospital or hospice.

As a result of their research, the research team 
developed a standard checklist for in-home pallia-
tive care patients. This treatment checklist can be 
used to evaluate the frequency and efficacy of pal-
liative sedation on cancer patients dying at home.

The checklist covers items that should be 
addressed in the clinical assessment and prepara-
tion of the patient for palliative sedation. Specific 
guidelines for administration of sedation, as well as 
monitoring of the patient and family, are included. 
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Minorities with heart failure  
less likely to use hospice
Study targets Blacks and Hispanics

Black and Hispanic Medicare beneficiaries with 
heart failure appear less likely to receive hos-

pice care than white patients with the same condi-
tion, according to a report in the March 8 issue of 
Archives of Internal Medicine.

“Underuse of hospice care is well documented, 
especially among racial and ethnic minorities,” 
the authors wrote. “Racial and ethnic differences 
in patients who use hospice care have been found 
across a spectrum of patients with cancer diagno-
ses and may be more pronounced in patients with 
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noncancer diagnoses.” (For more on this topic, 
see package of stories in the March 2010 issue of 
Hospice Management Advisor, beginning on p. 25.)

Heart failure affects nearly 5 million people in 
the United States. Advanced heart disease is the 
second most common hospice diagnosis, account-
ing for about 12% of all hospice enrollees.

Medicare population studied

Jane L. Givens, MD, MSCE, of the Hebrew 
SeniorLife Institute for Aging Research, Beth Israel 
Deaconess Medical Center, Boston, and colleagues 
studied a national sample of 98,258 Medicare benefi-
ciaries age 66 or older who had a diagnosis of heart 
failure. None of the participants was enrolled in hos-
pice at the beginning of the study, in 2000. Over the 
next year, of the beneficiaries who entered hospice 
care, 18.2% did so because of heart failure. In unad-
justed analyses, black and Hispanic patients were less 
likely than white patients to enter hospice care. The 
association persisted after adjusting for other factors, 
including income, urban location, severity of heart 
failure, and co-occurring illnesses. When compared 
with whites, black patients and Hispanic patients had 
lower odds of receiving hospice care.

“In addition to sociodemographic, clinical, and 
geographic characteristics, cultural beliefs and val-
ues may contribute to differences between blacks 
and whites in end-of-life care and hospice use,” 
the authors wrote. “For example, compared with 
whites, blacks are less likely to complete advance 
directives, have less favorable beliefs about hospice 
care, opt for more aggressive treatments and are 
more likely to have spiritual beliefs that conflict 
with the goals of palliative treatment.

 “In addition, lack of trust between patients and 
physicians may be more pronounced for ethnic 
minorities and may contribute to ethnic differences in 
hospice entry,” the authors conclude. “It is not clear 
how many of these differences reflect access issues as 
opposed to considered patient preferences.”  ▼

Parents weigh whether 
to hasten death 

A survey of parents who had a child die of cancer 
found that one in eight considered hastening their 

child’s death, a deliberation influenced by the amount 
of pain the child experienced during the last month of 
life, report researchers at Minneapolis-based Dana-
Farber Cancer Institute in the March issue of Archives 

of Pediatrics & Adolescent Medicine.
The study, the first to explore this area, suggests 

that many parents worry that their children will 
suffer from uncontrollable pain, and that some 
parents might consider that an early death would 
be preferable. The researchers say the findings 
underscore the importance of managing patients’ 
pain and of communicating with parents about the 
tools available for easing progressive pain.

“The problem is that conversations about these 
family worries may not always happen,” said senior 
author Joanne Wolfe, MD, MPH, division chief of 
pediatric palliative care at Dana-Farber and direc-
tor of palliative care at Children’s Hospital Boston. 
“Parents may not have the opportunity to express 
these feelings and considerations, and as clini-
cians, we may not be adequately enabling sufficient 
opportunity for them to talk about their concerns.”

Wolfe, along with first author Veronica Dussel, 
MD, MPH, a Dana-Farber research fellow, under-
took the research to gain an understanding of why 
some parents would consider a measure as extreme 
as intentionally ending a child’s life. The research-
ers interviewed 141 parents of children who had 
died of cancer and were treated at Dana-Farber, 
Children’s Hospital, or Children’s Hospitals and 
Clinics of St. Paul and Minneapolis. 

Parents questioned twice

The scientists queried parents about their behav-
iors and feelings leading up to their child’s death 
and at the time the survey was conducted, which 
was a year or more after the death. The parents also 
were presented with hypothetical vignettes involving 
a terminally ill child with uncontrolled excruciating 
pain or who was in an irreversible coma.

One in eight (13%) of parents had considered 
asking caregivers about the possibility of ending 
their child’s life, though only 9% reported having 
such a discussion. Five parents (4%) had requested 
that their child’s death be hastened, and three par-
ents said it had been carried out, using morphine. 
Wolfe commented, however, that “this may not 
reflect what actually happened, because morphine is 
used in increasing doses to manage worsening pain 
without the intent or the effect of ending life.”

In response to the hypothetical vignettes, 50% 
of parents said they endorsed hastening death in 
situations of uncontrollable pain or if the child 
was in an irreversible coma. Parents were 40% 
more likely to approve hastening death for a child 
experiencing extreme pain than for a terminally ill 
child in a coma.
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Wolfe said it is important to keep the findings 
in perspective. Only five parents reported having 
talked about hastening their child’s death, and 19 
said they considered it. Wolfe said it is her experi-
ence that parents are comforted by having conver-
sations about pain management and that most are 
reassured by knowing what will be done to ease 
their child’s suffering. 

“We’ve come a long way, because we have a 
good palliative and supportive care program for 
children with cancer,” said Wolfe, who also is 
an assistant professor of pediatrics at Harvard 
Medical School. But she acknowledged, “I can 
never promise that their child will be pain-free.  
We still have quite a way to go in figuring out  
the best way to ease suffering at the end of life.” 
The gap exists in part, Wolfe said, because this 
area is not given high priority for research funding 
agencies.  ■

End-of-life experiences of 
children with brain tumors

Parents and clinicians caring for children with 
brain tumors might experience significant chal-

lenges near the end of life due to the neurologic 
deterioration that often occurs in these patients, 
according to a study in the March issue of 
Archives of Pediatrics & Adolescent Medicine.

Shayna Zelcer, MD, FRCPC, staff physician, 
hematology/oncology of Children’s Hospital, 
London Health Sciences Center, Ontario, Canada, 
and colleagues conducted a qualitative analysis of 
focus group interviews involving 25 parents of 17 
children who had died of brain tumors.

The analysis identified three primary themes. 
The first was that parents described their child’s 
dying path as characterized by progressive neuro-
logic deterioration. Loss of communication ability 
was a key turning point, and parents coped by 
striving to maintain normality and finding strength 
through hope and the resilience of their child. 
The second theme identified common parental 
struggles: balancing competing responsibilities and 
talking with their children about death. The third 
theme was that parents who wanted their child to 
die at home faced barriers, including inadequate 
symptom control, financial and practical hard-
ships, and a lack of community support.

“We hope this report will increase the aware-
ness of health care professionals concerning the 

Company offers  
advance directive services

Embark Health, Daytona Beach, FL, now offers 
an online solution to help people plan for 

end-of-life health care decisions. The company’s 
Advance Directive Solution (ADS) offers an oppor-
tunity to subscribe to a service that helps them 
set up their advance directive, communicates with 
health care providers to ensure that the document 
is on medical charts when needed, and informs 
caregivers and family members of the terms of the 
advance directive and location of the document. 

A percentage of the $85 enrollment fee is 
donated to a health care-related charity. The 
enrollment fee and subsequent renewal fees of 
$32.50 per year provide the following services: 

• 24/7 online and telephonic support;
• three levels of quality checks to ensure that the 

advance directive is completed clearly and correctly;
• multiple communication channels with health 

care providers to transmit the advance directive to 
the health care team when it is needed; 

• legal counsel in the event of a dispute; 
• education for the member’s Circle of Care: 

health care team, family, and health care agent, so 
they are fully informed about the location of the 
advance directive and its terms.

challenges these families face and the need for 
anticipatory guidance and education of patients 
and families early in the course of illness,” the 
authors conclude.  ■
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Although completion of the advance directive 
does not require legal guidance or consultation 
with a health care firm, Embark Health repre-
sentatives point out that only one in five people 
complete an advance directive, and many of those 
people just file it away in their home without com-
municating its contents or location to people who 
need to know about it. 

“We are dedicated to making advance direc-
tives valid, clear, up-to-date, and accessible when 
needed, so that the family and the health care agent 
know the patient’s decisions before a crisis occurs,” 
said Michael Brouthers, chief executive of Embark 
Health. For more information about the Advance 
Directive Solution, go to www.embarkhealth.com/
ADS, or call (800) 944-0451.  ▼

Webinars address grief 
counseling for children

The Hospice Foundation of America (HFA) 
offers webinars on helping children and ado-

lescents cope with grief and loss. 
The webinars look at lessons learned from 

extensive research into the issue, emerging trends 
on the horizon, and how hospices and other health 
and community organizations can use bereavement 
camps and other strategies to help grieving chil-
dren. HFA’s live online webinar series includes:

• Bereaved Children and Adolescents: Lessons 
from Research on Wednesday, April 14, 1 to 2:30 
p.m. Eastern Time. 

• Grieving Children and Adolescents: The Role 
of Internet Support on Tuesday, June 15, 1 to 2:30 
p.m. Eastern Time.

Cost of the live webinars are $100 per program 
for organizations and $35 for an individual. If an 
organization wants access to all three of the pro-
grams in this series, the fee is $250, which allows 
access to both the live webcasts and an archived 
online program for one year past the live webinar, 
with unlimited CEs (1.5 hours) available for a 
wide range of professions. This fee includes access 
to the first program of the series that occurred in 
February: Bereavement Camps for Kids: Benefits 
and Challenges. Continuing education credit 
is included for individuals. For more informa-
tion, go to www.hospicefoundation.org, choose 
“Professional Education” and select “webinar 
series,” or call (800) 854-3402.  ■


