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With 53,000 children dying each year and another 400,000 chil-
dren living with chronic, life-threatening conditions, the need 
for hospice and palliative care for pediatric patients continues 

to grow. Although only 10-20% of dying children receive hospice ser-
vices, a pediatric services study conducted by the National Hospice and 
Palliative Care Organization (NHPCO) in 2007 shows that most hospices 
provide some pediatric care even though a minority has a pediatric care 
program in place.1

The American Academy of Pediatrics recently awarded an Affirma-
tion of Value to the NHPCO Standards of Practice for Pediatric Palliative 
Care and Hospice that were developed by the NHPCO‘s Children’s Proj-
ect for Palliative/Hospice Services (ChiPPS). 

“Pediatric palliative care and hospice is a new and growing field that 
needs standards to bring everyone up to date on new advances,” says 
Sarah Friebert, MD, director of the Haslinger Family Pediatric Palliative 
Care Division at Akron Children’s Hospital in Akron, OH, and consult-

EXECUTIVE SUMMARY
Standards developed by the National Hospice and Palliative Care Organiza-
tion address the best practices for developing pediatric care and outline 
options that hospices can adapt to fit their situation.

specialists, to access expertise that is not needed on a regular basis.
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Editorial Questions

call Joy Daughtery Dickinson

ing medical director to NHPCO. The standards 
were developed by members of a workgroup of 
the Children’s Project on Palliative/Hospice Ser-
vices (ChiPPS), an official advisory committee to 
NHPCO, Friebert says. “We solicited input from 
ChiPPS membership as well as people in the field,” 
she explains. “We wanted to make sure the stan-
dards are flexible enough to adapt to hospices in 
different settings.”

The care of children is different from palliative 
and hospice care for adults, says Mary Kay Tyler, 
CNP, MSN, director of pediatrics and clinical sup-
port teams at the Hospice of the Western Reserve 
in Cleveland, OH. “Most hospices don’t realize 
how many additional resources are needed to care 
for children and their families,” Tyler says. “Hos-
pice staff and volunteers have to be well-versed in 

communicating with a wide range of ages.” For 
example, the staff is providing care not only for a 
6-year-old cancer patient, but the staff is also inter-
acting with parents, grandparents, and siblings 
that might be 3 years old and 10 years old, she 
points out. Knowing how to communicate with 
the adults as well as siblings, friends, or classmates 
at different developmental levels is important, 
Tyler adds.

“A hospice also needs to know how to work 
with the patient’s school,” she says. “We usually 
educate school counselors so they can provide sup-
port to the patient’s classmates as well as the child 
if he or she goes to school while receiving pallia-
tive care.”  Although the hospice counseling staff is 
available to the students, it is important to provide 
education to the school’s counselors because they 
are most familiar with the students and they are at 
the school every day, she adds. (See p. 75 for how 
to communicate with family and school.)

In addition to being able to provide additional 
social support needs that adults do not require, a 
hospice caring for a pediatric patient will have to 
address different clinical needs, says Friebert. “The 
most significant difference is the longer episode 
of care for a pediatric palliative care patient,” she 
says. “With adults, we don’t usually get involved 
until much later in their care, but with children, 
we are often brought in for consultation at diagno-
sis or soon after,” Friebert explains. (See p. 76 for 
more examples of differences.) 

The pediatric standards are based upon the 
NHPCO’s 10 core standards for adults, says 
Susan Huff, RN, MSN, director of Pediatrics at 
Home from Johns Hopkins Home Care Group 
in Baltimore, MD. “We reviewed these carefully, 
then revised them to address pediatric-specific 
issues,” Huff says. The standards not only identify 
best practices for pediatric care, but also provide 
options for hospices that see different numbers of 
patients each year, she says.

Hospices that serve a large pediatric population 
will have child life specialists and pediatricians 
on staff to provide the specialized care a pediat-
ric patient needs, but a lot of care is provided by 
hospices that see a few patients a year, Huff says. 
“These standards should provide support for those 
programs that care for few children,” she says. 
“We recognize that a program that sees four chil-
dren a year will not be able to employ a child life 
specialist, but we offer suggestions on how to col-
laborate within the community to find the exper-
tise you need.” 
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Although the standards call for a pediatric 
medical advice to be available 24 hours a day, 
the hospice doesn’t have to employee a pediatri-
cian or family practitioner, says Huff. “Contract 
with a community physician who has knowledge 
of pediatric palliative care and the ability to work 
on a consultative basis,” she says. If there are no 
community physicians with the necessary exper-
tise, a long-distance partnership with a children’s 
hospital’s palliative care program is a possibility, 
she says. 

The pediatric standards do serve as a bench-
mark for hospices to use as they evaluate the pedi-
atric services they provide, says Friebert. “How-
ever, we don’t want to discourage hospices from 
providing pediatric services,” she says. “These 
standards actually provide support and guidance 
to show hospices how they can meet a high stan-
dard of care using resources available to them.”

The standards are designed to offer options so 
that hospice managers can relate them to each 
individual setting, says Friebert. “They are not 
meant to scare hospices away from serving pedi-
atric patients, but are designed to make it easier 
for hospices to provide high quality care,” she 

explains. 
Huff says, “We developed these standards to 

show how to collaborate with others to provide 
hospice and palliative care that children need. None 
of us should work in a vacuum. Collaboration is the 
best way to grow a pediatric hospice program that 
provides quality care for more children.”

REFERENCE

1. Friebert S and Huff S. NHPCO’s Pediatric Standards: A 
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Develop strategies to 
improve communication
Child’s community includes school

Good communication between hospice staff, 
patients, and families is a critical part of qual-

ity hospice care. The challenge for many hospice 
staff members is communication when the patient 
is a child.

Not only do nurses have to be able to com-
municate with the adults in a child’s life, but he 
or she also must communicate on an appropriate 
level with the patient, siblings, friends, and class-
mates, says Mary Kay Tyler, CNP, MSN, direc-
tor of pediatrics and clinical support teams at the 
Hospice of the Western Reserve in Cleveland, OH. 
Also, bereavement support goes beyond immediate 
family and friends and often extends to the child’s 
school, she says.

To enhance the support her hospice can pro-
vide, Hospice of the Western Reserve offers two 
training sessions for school counselors each year. 
“These sessions are in addition to the one-on-one 
education we provide for counselors at schools our 
patients attend,” says Tyler. The general training 
sessions cover issues such as how to discuss the 
topic of death, how to listen to children, and how 
to answer specific questions. “We intensify our 
efforts with the schools that our patients attend, 
and we are always available to consult with school 
counselors,” Tyler says.

Developing a good rapport with parents is 
important, says Tyler. Parents can be a good 
source of information, especially if the child has 
an uncommon diagnosis, she says. “A hospice 
program that sees few children every year may 
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encounter diagnoses that have not been seen 
before, so finding out how the condition will prog-
ress and what to expect in terms of clinical needs 
may not be easy,” she says. “You can talk with the 
child’s physician and care team for information, 
but don’t forget to talk with the parents.”

Because the family has been through the pro-
cess of diagnosis, the parents often have specific 
knowledge, not only about the disease, but also 
about the child’s particular symptoms, says Tyler. 
“Recognize their expertise and let them know you 
appreciate their knowledge,” she says. Not only 
does this approach build a rapport with the par-
ents, but it also increases their trust that you are 
taking steps to provide the best care for their child, 
Tyler adds.  ■

Pediatric patients are
more than ‘little adults’
Social, clinical issues require different approach

Caring for a pediatric hospice patient requires 
more than just a knowledge of hospice care, 

says Sarah Friebert, MD, director of the Haslinger 
Family Pediatric Palliative Care Division at Akron 
(OH) Children’s Hospital and consulting medical 
director to National Hospice and Palliative Care 
Organization (NHPCO). 

“Children are not little adults,” she says.
Social issues are different because there is a 

much larger, more diverse community affected by 
a child’s life-limiting illness, says Friebert. “You 
also have to look at payment strategies, legal and 
ethical issues, and bereavement issues that are 
more complex than those you encounter with 
adults,” she says. Legal and ethical issues are more 
complicated for pediatric patients because the 
goal of hospice is to respect the patient’s wishes, 
but some children are not able to verbalize their 
wishes, or parents are reluctant to give children 
the opportunity to provide input, Friebert says. A 
hospice has to be prepared to present options to 
parents, and include patients as much as reason-
ably possible, in making decisions.

Managing a patient’s symptoms is also more of 
a challenge when the patient is a child, says Mary 
Kay Tyler, CNP, MSN, director of pediatrics 
and clinical support teams at the Hospice of the 
Western Reserve in Cleveland, OH. “The initial 
assessment is more time consuming for a pediatric 

patient because asking a child to rate their pain 
on a zero to 10 scale doesn’t work as it does for 
adults,” Tyler says. The nurse must be able to 
perform an assessment that includes the child’s 
feedback as well as observations of behavior, she 
explains. “We also ask children to use a scale that 
has faces on it to indicate pain level, or we ask 
them to color pictures that describe their pain,” 
Tyler adds. (For a copy of a pediatric pain scale, 
go to www.partnersagainstpain.com/printouts/
A7012AS6.pdf.) 

A nurse cannot rush a pediatric visit, says Tyler. 
“There are times that we have to examine the 
favorite stuffed animal before we can check the 
patient’s blood pressure and other vital signs,” 
she says. Hospice managers need to keep the extra 
time needed for a pediatric assessment in mind 
when scheduling nurses, she suggests.

Administering medication differs from child to 
child, says Tyler. “I like to let children participate 
in decisions about their care, but there is a delicate 
balance between giving the patient some control 
and the parents’ desire to protect the child from 
having to make tough decisions,” she says. Deter-
mining how the medication will be administered is 
often a choice that patients can make, Tyler says. 
“I’ll ask the patient if they want their medication 
as a pill or injected into their port,” she says. “We 
also talk about how sleepy the medication makes 
the child, especially if they are trying to go to 
school, and adjust it if needed.” 

Helping families deal with their grief differs 
from family to family when a child dies, says 
Tyler. “In one family, a 17-year-old girl lost her 
twin sister,” she says. The girl helped the nurse 
wash her sister’s body, then she applied makeup 
to her face, Tyler says. “She felt like she was doing 
something for her sister that was important to her 
sister, because she never left the house without 
makeup,” she says.  ■

Hand hygiene woes 
impact C. diff response
Hospitals, nursing homes will ‘sink or swim’

An epidemic of Clostridium difficile (C. diff) 
in the United States is killing some 12,000 

patients annually, in part because neither alco-
hol hand rubs nor soap and water can effectively 
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remove the spore-forming bacillus from hands, 
researchers are finding.

With the pathogen practically impervious to the 
hand hygiene approaches used by the vast majority 
of health care providers, the Centers for Disease 
Control and Prevention (CDC) is considering the 
radical step of recommending “universal gloving” 
for some situations. However, infection preven-
tionists warn that such policies invariably lead to 
health care workers going from patient to patient 
and room to room without changing gloves, which 
is an ideal scenario for disease transmission.

In short, there are no simple solutions to an 
increasingly complex problem, an epidemic of C. 
diff driven by the highly virulent NAP1 strain, 
which is more deadly to patients and six-fold more 
prevalent than the next most common C. diff 
strain, epidemiologists and infection prevention-

Extended isolation, univer-

sal glove use considered

Cfor Clostridium difficile (C. diff) discussed recently 
-

Core prevention strategies:
Contact precautions for duration of diarrhea. 

-

-
tion of positive test results.
C. diff -

Supplemental prevention strategies:
Extend use of contact precautions beyond duration of 

-
C. diff

 
 

ists (IPs) reported recently in Atlanta at the Fifth 
Decennial International Conference on Healthcare-
Associated Infections. One study particularly 
underscored the dramatic rise of C. diff, noting 
that it has surpassed dreaded methicillin-resistant 
Staphylococcus aureus (MRSA) as the leading 
nosocomial pathogen in community hospitals in 
the Southeast.

“Times are changing,” said Becky Miller, MD, 
lead author of the study and an epidemiologist at 
Duke University Medical Center in Durham, NC. 
“What was once thought of as a nuisance infec-
tion has become an increasing problem, carrying 
increased morbidity, mortality, and health care 
costs for patients.”

A personal loss

A leading cause of diarrhea in hospitalized 
patients, C. diff infection can lead to serious com-
plications such as pseudomembranous colitis, toxic 
megacolon, perforations of the colon, and sepsis. 

Though a national surveillance system for C. 
diff is under development at the CDC, the lat-
est estimates outline the formidable extent of the 
problem. According to extrapolated data released 
by the CDC at the decennial conference, hospital-
acquired C. diff, which includes both hospital-
onset cases and post-discharge cases that occur up 
to 4 weeks later, causes some 215,000 infections 
annually, resulting in 12,000 deaths and costs of 
$1.6 billion. The thousands of C. diff deaths were 
reduced to one in a personal aside by former CDC 
director Julie Gerberding, MD, MPH, who lost her 
aunt to the infection last year.

“In my own personal experience of these patho-
gens, the reality check of sitting in the acute setting 
as well as the rehab environment and watching the 
absurd interpretation of what contact precautions 
were all about from a practical perspective, was 
really a very poignant and eye-opening experi-
ence of how ubiquitous these pathogens are and 
how easily they spread throughout the system, 
and unfortunately, how deadly, because my aunt 
died of C. difficile,” said Gerberding, president of 
Merck Vaccines in Whitehouse Station, NJ. 

Beyond the hospital setting, even more C. diff 
deaths are occurring in long term care. Nursing 
home-onset C. diff infections were estimated at a 
staggering 263,000 cases annually, with 16,500 
deaths and costs of $2.2 billion. All told, that’s 
in the ballpark of a half-million cases and 25,000 
deaths in hospitals and nursing homes every year 
in the United States. The familiar refrain of “who 



78 HOSPICE MANAGEMENT ADVISOR™ / July 2010

gave what to whom” came up in discussions 
of transmission between hospitals and nursing 
homes, which must nevertheless work together 
and improve communication about patients and 
residents if the problem is going to be solved.

L. Clifford McDonald, MD, FACP, a leading 
C. diff expert in the CDC’s Division of Healthcare 
Quality Promotion, said, “For a community or 
a region to drive down C. diff rates, it’s going to 
really require coordination between a variety of 
facilities. Most of you are from acute care facili-
ties, but it is clearly nursing homes that need our 
help. You are not going to get your rates really 
down until you start being concerned [about that]. 
You are your brother’s keeper, here.”  ■

Academic centers offer
resources to colleagues

An obligation to help community institutions
Smaller, community-based hospitals might 

face many of the same types of patient cases that 
require ethical decision-making; however, these 
hospitals often have fewer resources than large 
urban or academic centers with which to receive 
training in this area.

That’s where the academic centers, in certain 
cases, step in to provide ethical education and 
resources for consultation, when necessary, for 
their smaller community colleagues.

Susan Tolle, MD, director of the Center for Eth-
ics in Health Care at Oregon Health & Science 
University (OHSU) in Portland, OR, has referred 
to this large academic center as the “mother ship 
for smaller hospitals” in that state, because it is the 
only health sciences center in the state of Oregon. 
Those who serve on ethics committees at smaller 
hospitals would not otherwise have “the time or 
ability to pursue additional training, and so we 
attempt to help them by providing policy and help-
ing on some of their cases,” she says. 

In 2009, OHSU won the National Circle of Life 
Award for this type of effort to train and educate 
smaller hospitals and other institutions, Tolle says. 
“It really emphasized the fact that we do make this 
a very high priority to reach out to our colleagues 
at smaller hospitals, long-term care facilities, [and] 
hospice programs all over Oregon,” Tolle says.

Likewise, some 20 years ago, Atlanta’s Emory 
University Center for Ethics, headed by the cen-

ter’s current associate director, Kathy Kinlaw, 
used a small grant to parlay that grant into what is 
now known as the Health Care Ethics Consortium 
of Georgia (HCECG). Today, HCECG has about 
50 member organizations, including larger hos-
pitals, community hospitals, nursing homes, and 
hospice organizations, as well as some individuals 
who are not affiliated with a particular institution 
but are interested in health care ethics, says Karen 
Trotochaud, MN, MA, assistant director for the 
HCECG and senior program associate for the 
Center for Ethics.

Tolle explains that to provide the services that 
OHSU offers to its statewide colleagues in ethics, 
she is required to fund-raise. 

Trotochaud says that Emory charges modest 
fees to its member organizations for its workshops 
and other programming, but HCECG is also sup-
ported by the Emory University Center for Ethics.

Structured training

In June, OHSU’s Center for Ethics and Health 
Care held a statewide conference at the convention 
center in Portland to offer training to colleagues 
at smaller institutions, Tolle says. The focus of the 
conference is palliative care.

About 500 people typically attend these con-
ferences. “Last year, they represented 52 cities,” 
Tolle says.  “That means you’re reaching pretty 
small cities in Oregon . . . We’re down to towns of 
5,000 who are coming.” It is a day spent partner-
ing with the smaller institutions and to address 
whatever policy questions “might be troubling 
them the most,” she explains.

“Our goal is not that they keep needing us, but 
that we strengthen that region, so that they are 
better able to partner with others to honor the 
talent they do have,” says Tolle, noting that such 
individuals “may have significant contributions 
that they can make in their region.”

She says it is not unusual for OHSU to conduct 
a conference in a different region of the state that 
partners with smaller hospitals in the area. Often, 
if the area is remote, there might be only one hos-
pital serving it, she says.

At the local conferences, a local person always 
chairs the event, Tolle says, even if OHSU assists 
that person with his or her presentation. Those 
local conferences are co-chaired by an individual 
trained specifically in bioethics from OHSU. The 
community individuals who attend the OHSU con-
ferences are referred to as “change agents, because 
they are people who are our partners around the 
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state,” Tolle says. There is a “recruitment for 
change agents that’s a mutual agreement, just as 
we invite people in the community to be chair of a 
[local] conference.”

At the conferences, OHSU staff will assist with 
whatever policy concerns the community hospital 
or other institution has, as well as meet with its 
ethics committee, if those community members are 
interested. “So, then, we would meet with the eth-
ics committee and walk them through the policies 
[and] adapt it to their facility,” Tolle says. “Being 
a smaller facility, there might be just some logisti-
cal adaptations of how it was handled . . . and 
we teach them enough about the policy so that 
they can then do their own education about the 
policy.”

The consortium organized by Emory’s Center 
for Ethics originally was known as the Georgia 
Ethics Committee Consortium. Emory, when first 
forming the consortium, “broadly invited provider 
organizations to join what we refer to as the con-
sortium. And if they joined, what they would get 
in return was educational programming, access 
to those at the Center for Ethics with expertise in 
health care ethics, as well as the ability to network 
with other providers who were interested in health 
care ethics,” Trotochaud says.

At its beginning, there were a large number of 
member organizations, she says, “but the health 
care environment has changed in the last 20 years 
a great deal. Many organizations merged and 
closed, and we’ve had lots of changes in the way 
health care has been provided.”

Emory Center for Ethics programming

When an institution joins the HCECG, each 
employee of that institution is considered a mem-
ber, Trotochaud says. Thus, any individual within 
an organization can benefit from the Emory Uni-
versity Center for Ethics programming, she says.

Emory typically has three or more workshop-
type programs a year, plus one two-day con-
ference. “Our smaller programming is usually 
focused on the more nitty-gritty,” Trotochaud 
says.

For about the past five years, the Center for 
Ethics has held an annual program that it calls 
the Ethics Committee Workshop, which typically 
has 30 to 50 attendees. That workshop covers 
such topic as the history of ethics committees, for 
example.

“We talk about some of the moral theories and 
principles that are important in looking at ethi-

cal questions in health care, and we talk about 
how ethics committee are organized,” Trotochaud 
notes. “There are a lot of different ways they’re 
organized, but we give them some of the usual 
ways they’re organized.”

The most sought-after information at these 
gatherings is typically information about ethics 
case consultations. The basic workshop is only five 
and a half hours, she says. The Center for Ethics 
offered a second workshop this past year that only 
focused on case consultation.

Emory’s Center for Ethics staff are also avail-
able to all member organizations for consultation, 
if the smaller institution concludes that other per-
spectives are necessary, Trotochaud says.

The center receives calls from its member orga-
nizations often, fielding requests for help in think-
ing through various situations and potential next 
steps, as well as sometimes discussing problems 
within their individual organizations, she says.

Dilemmas similar at all size institutions?

Experts suggest that problems are fairly simi-
lar at all levels of institutions, with the exception 
of certain services that might create their own 
dilemma, such as organ transplantation services, 
which involves scarce resources.

“I would argue that the questions are very simi-
lar: disclosure of medical errors -- [small facilities] 
have the problem too; respect for conscientious 
objection -- they have the problem, too; but the 
way it plays out in process when you are so inti-
mate with each other” is significantly different, 
Tolle notes.

She suggests a high level of sensitivity in com-
municating with colleagues in smaller communi-
ties. “How you handle disagreements and conflicts 
has to be so much more sensitive with your fellow 
health care professionals,” Tolle says. “And it 
means that someone coming in [from] outside to 
help you can be, for example, the bad guy [who is] 
suggesting something that would be hard to bring 
forward in your community.”

SOURCE
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In a small community, the practice of saving 
face is also important, she says. Tolle notes that as 
smaller facilities implement new policies or proce-
dures related to ethics, one must be “particularly 
sensitive to how the health care professional will 
be treated and respected, and not embarrassed in 
the process of your implementation.”  ■

New era of transparency
on health infection data 
Central line infections drop 18%

In contrast to another recent federal report that 
cited little progress against health care associ-

ated infections (HAIs), the Centers for Disease 
Control and Prevention (CDC) reports an 18% 
decline in the national incidence of central line-
associated bloodstream infections.

The report compares national and state data 
from January to June 2009 with national data 
from 2006 to 2008. The CDC’s First State-Specific 
Healthcare-Associated Infections Summary Data 
Report is available at www.cdc.gov/hai/statesum-
mary.html.

Gleaning data from the CDC’s National Health-
care Safety Network (NHSN), the report includes 
national numbers as well as state-specific informa-
tion from 17 states, said Arjun Srinivasan, MD, 
director of HAI Prevention in the CDC’s division 
of healthcare quality promotion. 

“This report gives us a snapshot of where the 
country stands in our efforts to prevent central 
line-associated bloodstream infections,” he said at 
a CDC press conference. “Data from this report 
give us two key pieces of information. It tells us 
for the first time how we are performing nation-
ally against central line-associated bloodstream 
infection prevention goals outlined in the U.S. 
Health and Human Services action plan to prevent 
healthcare-associated infection, and it will serve as 
the baseline from which states can assess their own 
progress toward eliminating these infections.”

Indeed, the report is apparently only the first 
step in a sweeping new move toward transparency 
on HAI data. “The real test will be comparing the 
data [with] the data in future reports, which will 
be published every six months,” Srinivasan said. 
“At that point we can judge progress over time 
and determine whether or not central line-associ-
ated bloodstream infection prevention efforts are 

driving infections down.”
Secretary of Health Kathleen Sebelius said in a 

statement that “we will continue to expand access 
to health care data for policymakers, providers, 
and consumers so they can all make the most-
informed health decisions possible. This admin-
istration is firmly committed to promoting trans-
parency in our health care system so that we can 
know what’s working, what’s not, and how we 
can do better.”

The Agency for Healthcare Research and Qual-
ity’ recently issued a National Healthcare Quality 
Report (NHQR) that found that HAIs “are one 
of the most serious patient safety concerns. It is 
unfortunate that HAI rates are not declining. Of 
all the measures in the NHQR measure set, the 
one worsening at the fastest rate is postoperative 
sepsis. The two process measures related to HAIs 
tracked in the NHQR, both covering timely receipt 
of prophylactic antibiotics for surgery, are improv-
ing steadily. However, HAI outcome measures are 
lagging.”

Leaders of infectious disease groups challenged 
the AHRQ conclusions and said the report was 
based on inaccurate and misleading data. On 
the other hand, the CDC report “shows signifi-
cant progress in preventing HAIs in many of our 
nation’s hospitals,” the Association for Profession-
als in Infection Control and Epidemiology (APIC) 
said in a statement. “Collected in a standardized 
fashion, using standardized definitions, these data 
provide a solid benchmark against which future 
efforts can be measured and represent the quality 
of data that are needed for the prevention HAIs. 
APIC believes the NHSN surveillance network is 
the best currently available method for ensuring 
the establishment of a scientifically meaningful 
reporting and monitoring system for HAIs.” (Edi-
tor’s note: The AHRQ report can be found at 
www.ahrq.gov/qual/qrdr09.htm.)  ■

Oregon POLST registry
secures 18,000 forms
Data are at 5 months post-launch

A registry that serves as a collection point for 
Physician Orders for Life-Sustaining Treat-

ment (POLST) forms has collected forms from 
about 18,000 people in Oregon since the registry 
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went live Dec. 3, 2009, according to Susan Tolle, 
MD, director of the Center for Ethics in Health 
Care at Oregon Health & Science University 
(OHSU) in Portland, who leads registry educa-
tional efforts.

According to OHSU, the POLST Program was 
established in 1990 to help ensure people with seri-
ous illness have their wishes for medical treatment 
met if they are incapacitated. The POLST form, 
which is pink, must be completed by a physician, 
nurse practitioner, or physician assistant, based on 
patient treatment preference.

An OHSU news release explains that the form 
provides specific medical instructions to health 
care professionals at a time when the patient can-
not speak for himself or herself. However, in emer-
gency situations, that information was not imme-
diately available to emergency medical personnel.

The new registry, which is voluntary, changes 
that and makes medical treatment preferences 
available to emergency personnel on a 24/7 basis. 
Also, the registry, which OHSU says is the first of 
its kind in the nation, was established through the 
OHSU Department of Emergency Medicine under 
the auspices of the new Oregon Health Authority, 
which was established through Oregon’s health 
reform bill passed by the legislature in June of last 
year.

“Other people have created freestanding 
advance directive programs, and they tend not to 
have the kind of impact people would hope to be 
used at nearly the rate our registry is being used,” 
Tolle says. “They tend to need a PIN number, 
which is something only the individual has, to get 
in and access the data,” and there is no search 
function using other demographic information.

For example, if EMTs in Oregon don’t have the 
identification number for a patient, they can search 
for their POLST form using other demographic 
information, which can be an address or a primary 
care provider. “That process takes on average 1 
minute and 7 seconds to provide this information 
as a computer match, to collect the parts, where 
we’re not just scanning the document in,” Tolle 
notes.

While many other registries are available in the 
United States, Tolle suggests they work “more like 
a safety deposit box.” One aspect of the program 
that has worked well is that, like the color of the 
form itself, people who register are given a bright 
pink business-sized card with a magnet, which 
they can then keep with them at all times, if they 
choose.

“They’re not inside health care,” she says. “Our 

registry lives inside the statewide trauma system, 
so if you wanted to transfer a patient who was a 
Level 1 trauma patient, you would call [a particu-
lar] phone number as an EMT, and it’s a number 
you already know.”

This most recent effort is actually an expan-
sion of an existing 24/7 registry that allows for 
patient form searches if the ID number for that 
patient’s form is not readily available. It cost about 
$150,000 to design the computer programming.

Tolle notes that the type of emergency medical 
system a state has would influence how it set up 
the registry, so Oregon’s model might have to be 
adapted in certain states, because every state is dif-
ferent. “California is by county; we are statewide. 
All of those things would matter in setting up [a 
registry],” she says. “But people start talking about 
a national registry. That won’t work. This is some-
thing that needs to be on the speed dial of your 
EMT, and it’s not something that’s outside the 
health care system.”

A philanthropic model

The OHSU ethics center uses a philanthropic 
model “with every effort to contain conflict of 
interest,” Tolle says.

“Everything that the ethics center does, and all 
of my time, are completely supported by private 
philanthropy, so I fund-raise to be able to do this, 
is the bottom line,” she says. They do not accept 
gifts from health care industry sources.

For example, Tolle has an endowed chair, to 
which 330 people donated money to fund, she 
says, even though the position bears an individ-
ual’s name. “So, our ethics center represents the 
people of our region, mostly Oregon, a little bit 
southwest Washington,” she says. “And we are 
happy to give away what we create and learn, and 
we are, of course, rolling out the POLST program 
all over the country now.”

Tolls says she would argue the Oregon public is 
more sophisticated about end-of-life options than 
the public in any other state. “We are a part of 
that; we are not the whole reason,” she says. “But 
once you reach a certain tipping point, POLST, 
advance care planning, [and] hospice become the 
norm.”

She also notes that by the way the program 
is structured, “we will fight for you either way. 
You want everything at the end of life; you want 
some things and not others [for care]; you want 
more extensive limits -- if you understand and are 
informed about what your choices are, we will 
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fight that you have what you want.” (For more 
information on POLST, see “Document ensures 
directions are followed,” Hospice Management 
Advisor, November 2009, p. 124.)   ■

RESOURCE

Guidance for Muslim 
patient care

For Muslims at the death bed, spirituality and 
religious faith are the only empowering sources 

that help them to face death. 
 To deliver effective culturally congruent care to 

a terminally ill Muslim patient, the Islamic rituals 
must be carried out in a way that recognizes and 
respects the cultural differences of this particular 
population. In a recently published paper, the 
authors present a general overview of the Islamic 
faith, define terms with which hospice nurses 
should be familiar, and explain the importance of 
the different customs of the faith.1 

Practical advice about the types of foods, inter-
actions between different genders, and clothing 
offer guidance to hospice staff members caring for 
a Muslim patient and family. Also, the importance 
of friends and family members gathering around 
the patient is explained. The authors point out that 
the number of people who might be in the home 
and with the patient might be seen as a hindrance 
to patient care by some nurses. Understanding the 
role that the gathering plays in the Muslim culture 
promotes better understanding and communication 
with the family, according to the authors.

Finally, the authors present a list of consider-
ations for preparing the body in accordance with 
Muslim beliefs when the patient dies. 

REFERENCE
1. Salman, K, Zoucha R. Considering faith within culture 

when caring for the terminally ill Muslim patient and family. 
J Hosp Palliat Nurs 2010; 12:156-163.  ■

Greater need for 
bereavement counseling 
3 diseases indicated in study

Family members of patients who died following 
Alzheimer’s, lung cancer, and renal failure con-

sistently required increased bereavement services, 
according to a study of families of a hospice pro-
vider in Kentucky.1

Data were examined from those requesting 
increased bereavement services over a two-year 
period. The survivors then were matched with 
the disease type of their loved one to see whether 
there was a connection between the two. At least 
50% of the time, families of patients who died 
with Alzheimer’s, lung cancer, and renal disease 
required more bereavement support than families 
of patients who died following other diseases. 
Other disease types indicated more erratic patterns 
for increased grief services. 

REFERENCE

1. Jones BW. Hospice disease types which indicate a 
greater need for bereavement counseling. Am J Hosp Palliat 

Med 2010; 27:187-190.  ■

Practices evaluated  
for pain assessment
Cancer hospice patients examined

A study published in the Journal of Pain and 
Symptom Management finds gaps in the use 

of evidence-based pain assessment and treatment 
practices for older adults with cancer in commu-
nity-based hospice settings.1

Using a tool developed by the researchers to 
measure evidence-based pain management prac-
tices, patients received an average of 32% of those 
key evidence-based practices (EBPs) that were 
applicable to their situations. When examining 
individual practices, most of the patients had their 
pains assessed at admission using a valid pain 
scale (69.7%) and had primary components of a 
comprehensive assessment completed at admission 
(52.7%); most patients with admission reports of 
pain had an order for pain medication (83.5%). 
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Data did reveal a number of practice gaps, 
including additional components of a compre-
hensive assessment completed within 48 hours 
of admission (0%); review of the pain treatment 
plan at each reassessment (35.7%); reassessment 
of moderate or greater pain (5.3%); consecutive 
pain reports of 5 or greater followed by increases 
in pain medication (15.8%); monitoring of anal-
gesic-induced side effects (19.3%); initiation of a 
bowel regimen for patients with an opioid order 
(32.3%); and documentation of both nonpharma-
cological therapies (22.5%) and written pain man-
agement plans (0.6%).

The authors conclude that although hospices 
are using some best practices for pain assessment 
and treatment, there are many areas in which hos-
pices can improve.

REFERENCE

1. Herr K, Titler M, Fine P, et al. Assessing and treating 
pain in hospices: current state of evidence-based practices. J 
Pain Symptom Manage 2010; 39:803-819.  ■

NHPCO comments
on palliative sedation

A statement about palliative sedation from the 
National Hospice and Palliative Care Orga-

nization (NHPCO) offers guidance to hospice and 
palliative care professionals about the appropriate 
use of the technique.

Although palliative sedation often is not used, 
there is much misunderstanding about the practice, 
according to J. Donald Schumacher, president and 
CEO of the NHPCO. “Our intention is to address 
the ethical issues surrounding palliative sedation 
and help hospice and palliative care providers 
create policies and guidelines to ensure they are 
well-prepared concerning this treatment option,” 
Schumacher says.

Approved by the NHPCO board of directors in 
December 2009, the statement and commentary 
appeared in the May 2010 issue of The Journal of 

Pain and Symptom Management, and is publicly 
available. The statement addresses:

* availability of palliative sedation;
* proportionality of its use;
* interdisciplinary evaluation of each case;
* education of all professionals involved in pro-

viding palliative sedation;
* existential suffering concerns;
* relationship to euthanasia and assisted suicide.
The complete statement and commentary, as 

it appears in The Journal of Pain and Symptom 
Management, is available at the NHPCO web 
site. Go to nhpco.org/newsroom and click on the 
link for “NHPCO Ethical Statements and Position 
Statements.”   ■

Society addresses ICD and 
pacemaker deactivation
Consensus statement offers guidance

A first of its kind consensus statement released 
by the Heart Rhythm Society (HRS), devel-

oped in collaboration with other medical groups 
on both sides of the Atlantic, offers detailed guid-
ance for physicians, allied professionals, and oth-
ers in managing the complex issues they face when 
patients with pacemakers or implantable cardio-
verter-defibrillators (ICDs) are nearing the end of 
life or ask for device deactivation. (For more infor-
mation about ICD deactivation, see “Are you talk-
ing to patients about deactivation of their ICDs?” 
Hospice Management Advisor, June 2010, p. 61.)

The document outlines the rights of patients and 
providers; the importance of clear communication; 
a consistent process for withdrawing device ther-
apy; and the ethical, legal, and religious principles 
behind it. 
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Another major section of the statement 
describes the communication needs of patients and 
providers and provides guidance on how to fulfill 
them. Communication with the patient and fami-
lies needs to be timely and effective, according to 
the authors. Appropriate language for the conver-
sation is suggested in the statement.

To see a copy of the statement go to www.
hrsonline.org. Select “Health Policy” on the left 
navigational bar. Choose “Clinical Guidance.” 
Under the “most recent additions” link, select the 
link to “Expert Consensus Statement on Manage-
ment of CIEDS.” ■

ECRI Institute launches
patient safety blog
Technology hazards discussed

ECRI Institute, a Plymouth Meeting, PA-based 
independent, nonprofit organization that 

researches approaches to improving patient care, 
announces the launch of its new Patient Safety 
Blog. 

“Our goal is to inform, educate, and engage the 
health care community on a range of patient safety 
issues with attention-getting, to-the-point articles,” 
says Ron Rothman, vice president of strategic plan-
ning and business development, ECRI Institute. 
“Ideally, we’re hoping readers will respond actively 
to the blog’s interactive format and that they will 
contribute perspectives on issues they’re dealing 
with every day in a variety of health care settings.”

Initial posts to ECRI Institute Patient Safety 
Blog addressed the Baxter infusion pump recall, 
disruptive physician behavior, medical error sta-
tistics, adverse event statistics, and other patient 
safety challenges. 

ECRI Institute blog contributors will offer 
weekly posts on medical technology hazards and 
recalls, top risk management challenges, quality 
improvement recommendations, or findings from 
its works as a federally designated Patient Safety 
Organization. 

Blog writers include patient safety, risk manage-
ment and quality improvement professionals, phy-
sicians, nurses, clinical engineers, medical device 
experts, and others. Readers are encouraged to 
comment on each of the blog posts. 

The new ECRI Institute Patient Safety blog can 
be found at www.ecri.org/blog.   ■ 


