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about deactivation of their ICDs?
Electrical shocks produce pain, unnecessary suffering

The patient was dying of lung cancer and planned to die at home 
with his family nearby. Instead, he was raced to the emergency 
department as he died because his implantable cardioverter-

defibrillator (ICD) kept firing an electrical impulse to restore his heart 
rhythm. 

“The patient died in a busy emergency room, in a lot of pain, rather 
than in his home where he wanted to be,” says Nathan Goldstein, MD, 
assistant professor, Hertzberg Palliative Care Institute, Mount Sinai 
School of Medicine in New York City. Goldstein is lead author of a 
recent study that looks at how hospices communicate the option of ICD 
deactivation to patients.1 “I was a resident in the emergency room at the 
time, and this incident is the reason I’ve researched the care of patients 
with ICDs,” he explains.

His most recently published study shows that although 97% of the 
hospices responding to a survey admit patients with ICDs, only 20% of 
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EXECUTIVE SUMMARY 
A recent study shows that few hospices have policies that address identifi-

cation of implantable cardioverter-defibrillators (ICDs) and guidelines for 
discussing deactivation.

not-resuscitate orders.

the patient and stressful for family members to watch.

explain benefits and burdens of the devices to patients and family mem-
bers.

-
ance for discussions and implementation of the policy.
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the respondents have a question on their intake 
form to identify patients with ICDs and only 10% 
have a policy to initiate and guide discussions of 
deactivation of the device. “This study is one of a 
series of research projects I’ve conducted to look 
at the management of ICDs in people at the end 
of life,” says Goldstein. “We’ve looked at it from 
the perspective of bereaved family members and 
doctors, but hospices are at the front line of care 
for patients at the end of life, so we wanted to see 
how ICDs are handled in hospice care.”

Throughout all of his work on previous studies, 
representatives from hospices have told him that 
this is one of the tougher issues they face, he adds.

Because ICDs are programmed to detect cardiac 
arrhythmias and shock the heart back into normal 
rhythm, a patient whose heart beats irregularly 

while dying will receive shocks that cause unnec-
essary pain for the patient and increased anxiety 
for family members, explains Porter Storey, MD, 
executive vice president of the American Academy 
of Hospice and Palliative Medicine (AAHPM) in 
Glenview, IL. “Some patients believe that deactiva-
tion will cause immediate death, or they believe the 
defibrillator is keeping them alive,” he says. “They 
don’t understand how the ICD works and how it 
differs from a pacemaker.” 

Although he can’t prove cause and effect with 
the data collected in this survey, Goldstein was 
surprised at the correlation between deactivation 
rates and hospices with ICD policies. “There is a 
clear link between the identification of a patient 
with an ICD, a policy guiding discussions about 
deactivation, and a higher rate of deactivations,” 
he says. “It makes sense that a hospice that has 
thought about the effects of an ICD’s shock at the 
end of life is better equipped to initiate the conver-
sation with patients and family members.”

If no conversation about deactivation is 
prompted by the hospice, it is unlikely the patient 
or family would initiate the discussion, because 
they might not know of the option, Goldstein 
adds.

Start process at admission

Identification of an ICD occurs at intake for 
patients at Hospice of the Western Reserve in 
Cleveland, OH, says Trudi Kozak, RN, CHPN, 
clinical team leader at the hospice.

“We have a question on our intake form that 
asks patients if they have a pacemaker or an ICD,” 
Kozak says. “The conversation about the option 
of deactivating the ICD starts at admission.” (For 
information to cover in the discussion, see p. 63.)

Chuck Wellman, MD, FAAHPM, chief medical 
officer at Hospice of the Western Reserve, says, 
“The decision to deactivate an ICD is a process, 
not a quick decision. In the first conversation, we 
present deactivation as an option the patient may 
want to consider at some point in their hospice 
care.” 

The nurse gives information about ICDs, reas-
surances that an ICD is different from a pace-
maker, and an explanation of the ICD’s shocking 
function, to patients, he says. “Some patients have 
had the device implanted for a long time, and they 
feel dependent on it,” Wellman adds. 

Whether patients choose to deactivate an ICD 
depends on their symptoms and how close to death 
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they might be, says Kozak. “I had a patient in 
2007 enter hospice with end-stage congestive heart 
failure, and he chose not to deactivate the device,” 
she says. The patient was in poor condition when 
admitted, but after fine-tuning his medications, he 
improved and was discharged from hospice.

“He was admitted back to hospice in 2010 
much sicker than before, and we discussed deacti-
vation again,” Kozak says. “This time he did deac-
tivate the device because he knew he was near the 
end of life.”

Four Seasons Hospice and Palliative Care in 
Flat Rock, NC, initiated a formal policy for ICDs 
about four years ago, says Janet Bull, MD, chief 
medical officer of the agency. “Patients with ICDs 
were a rare occurrence, so many hospices did not 
think about a policy,” Bull says. 

Even today patients with ICDs represent a small 
population, admits Wellman. “About 13 to 15% 
of our patients are cardiac patients, and only about 
1 to 1½% of our patients have ICDs,” he says. 
Even though the population might be small, an 
ICD that delivers repeated electrical shocks to the 
patient’s heart as the patient dies is not consistent 
with hospice’s goal of providing compassionate 
care at the end of life, Wellman points out. 

“More patients have pacemakers but a pace-
maker doesn’t deliver a high voltage shock that 
causes pain, so that device is not the burden that 
an ICD is,” he explains.

In addition to having a policy that requires iden-
tification of a patient with an ICD and guides a 
discussion about deactivation, hospices also should 
have clear guidance on the steps staff members 
should take to deactivate the device, says Storey. 
(See story on staff responsibilities, p. 64). Although 
AAHPM does not have official recommendations 
or guidelines related to ICDs, the focus should 
be on the patient’s comfort at the end of life, he 
says. The Heart Rhythm Society is preparing a 
set of guidelines for managing patient with ICDs 
and pacemakers at the end of life that should be 
released later this year.

Also, hospice staff members need to be prepared 
to honor a patient’s wish not to deactivate, says 
Wellman. “It is difficult when the patient does not 
want the ICD deactivated and the family does,” 
he admits. “Family members suffer a great deal of 
stress and anxiety watching their family member 
suffer pain, so they are more likely to want the 
deactivation.”

The decision might be based upon the patient’s 
personal experience with the device, says Storey. 

“Patients who have been shocked and understand 
the pain of the shock are more likely to choose 
deactivation, while patients who have never 
received a shock, are reluctant,” he says.

Ultimately, the hospice staff’s role is to provide 
information, moderate the discussion, and honor 
the patient’s wishes, Wellman says. “Although we 
encourage a shared decision, the patient makes the 
decision,” he says. 

REFERENCE
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How to initiate a  
difficult conversation
Explain benefits and burdens of ICDs

The ideal time for a patient to learn about the 
potential need to deactivate the electrical 

shock feature of an implantable cardioverter-
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defibrillator (ICD) is when the decision to implant 
the device is made, says Chuck Wellman, MD, 
FAAHPM, chief medical officer at Hospice of the 
Western Reserve in Cleveland, OH.

“Unfortunately, the internist, family practice 
specialist, or cardiologist is not going to bring up 
this topic,” Wellman says.  “I understand that 
at that point in time, the physician and patient 
are fighting to prolong life. It becomes the hos-
pice staff’s responsibility to discuss deactivation 
because we are the ones providing care at the end 
of life.”

Before hospice staff members can initiate the 
conversation related to ICD deactivation, they 
have to identify patients with ICDs, says Porter 
Storey, MD, executive vice president of the Ameri-
can Academy of Hospice and Palliative Medicine 
(AAHPM) in Glenview, IL. Once the admissions 
nurse knows that the patient has an ICD, informa-
tion about the manufacturer and type of device 
must be obtained, Storey says. “Patients and fam-
ily members usually have this information, and 
manufacturer’s representatives are willing to talk 
to nurses about the devices,” he says.

The next step for nurses at Four Seasons Hos-
pice and Palliative Care in Flat Rock, NC, is to 
find out what the device does, says Janet Bull, 
MD, chief medical officer of the agency. Bull 
points out that ICDs perform different functions, 
depending on the patient’s needs: 

few pacing signals;

given (thump);

large shock (strong kick);
-

cific beats per minute.
The nurse makes sure that patients and fam-

ily members understand the action of the device 
and finds out if the patient wants to be kept alive 
by ICD if quality of life is poor and the patient is 
declining, says Bull. Because deactivation is a sim-
ple process, using a programming wand linked to a 
computer, it does not cause any pain or require an 
invasive procedure, she says. 

“We explain that we can disable the shocking 
component without disabling the pacer compo-
nent,” Bull says. “It is also important to point out 
that deactivation is consistent with a do-not-resus-
citate order.”

If a patient agrees to deactivation, plans are 
made to have the manufacturer’s representative 
come to the home to disable the device, or if the 

patient is ambulatory, take the patient to a doc-
tor’s office or a clinic, says Wellman.

Although a patient initially might decide to 
leave the ICD’s shocking program activated, as the 
patient declines and metabolic changes trigger the 
shocks, the patient and family might want it deac-
tivated, Wellman points out. If there is no time to 
have someone come to the home to deactivate it, 
the hospice should have a plan to use a magnet to 
deactivate it, he says. (See story on staff training, 
below.)

Nathan Goldstein, MD, assistant professor at 
the New York City-based Hertzberg Palliative 
Care Institute, Mount Sinai School of Medicine, 
NY, says, “This is a difficult conversation for any 
health care provider to have with patients and 
families, but hospices are good at difficult conver-
sations. It’s important to have policies that make 
sure these conversations take place.”  ■

Policy should outline 
steps for deactivation
Clinical team, resource nurses provide extra support

The policy for deactivation of an implantable 
cardioverter-defibrillator (ICD) at Hospice 

of the Western Reserve in Cleveland, OH, clearly 
spells out the steps and responsibilities of deacti-
vating an ICD’s shocking program. [The AICD 
deactivation policy is included with the online 
version of this month’s Hospice Management 
Advisor. For assistance, contact customer service 
at (800) 688-2421 or customerservice@ahcmedia.
com.]

Staff members also receive training and con-
tinuous support from other hospice staff when a 
patient has an ICD and must be presented with the 
option of deactivation.

“Complex cases, such as patients with ICDs, are 
discussed in team meetings,” says Trudi Kozak, 
RN, CHPN, clinical team leader at the hospice. 
“We review our practice related to ICDs, review 
patients’ medical directives, and discuss the ben-
efits and burdens of ICDs for a hospice patient.”

When holding the conversation with patients 
and their families, assess how much the patient 
understands, Kozak says. “I’ve been surprised at 
how much families understand,” she adds. “The 
technologists who contact the families on a regular 
basis to monitor the device do a good job educat-
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ing them.” 
Once a patient decides to deactivate the device, 

nurses contact the patient’s physician to obtain an 
order for deactivation. “I’ve never had an internist 
or cardiologist question the decision to deacti-
vate,” says Kozak. During the nurse’s conversation 
with the physician, the best location for deactiva-
tion is determined. If the patient is unable to go 
to a physician’s office or clinic, the deactivation 
occurs at the home, Kozak says. 

If it is not an emergency situation in which the 
device has begun to shock the patient repeatedly, 
the manufacturer’s representative is asked to come 
to the home, she says. If there is no time for the 
representative’s visit, the nurse uses a magnet to 
deactivate the device, Kozak says.

“A common misunderstanding is that the mag-
net can be placed on the patient for a short period 
of time,” she says. The reality is that the device 
is only deactivated when the magnet is in place, 
Kozak says. “The magnet must be taped directly 
over the device and left in place,” she says.

A resource nurse accompanies the patient’s pri-
mary nurse to the home to place the magnet, says 
Kozak. “The joint visit gives the primary nurse 
an opportunity to see how to properly place and 
secure the magnet, so she can take care of it if it is 
displaced,” she adds. 

Nurses also are responsible for notifying the 
funeral home that an ICD is present, Kozak says. 
“An ICD can explode during cremation,” she 
explains.  ■

Physician narrative must 
be carefully evaluated
Offer examples of notes that meet CMS standards

 [Editor’s Note: This is the second of a two-
part series examining some of the regulatory and 
financial changes faced by hospices during recent 
years. Last month’s article looked at the increased 
need for technology to manage hospice billing 
and data collection. This month we look at how 
agencies have met the challenge of physician notes 
in records, staff training, and management of 
increased administrative tasks.]

One of the more challenging requirements for 
hospice in 2010 has been the physician narra-

tive required for certifications and re-certifications, 

but two hospices are addressing the challenge with 
physician education and electronic records.

“We cover about one-fourth of the state of Kan-
sas, and we only have one full-time medical direc-
tor and some part-time community physicians who 
handled certifications for us,” says Renee Hahn, 
chief financial officer for Harry Hynes Memorial 
Hospice in Wichita, KS.

A new electronic records system enables physi-
cians to document directly into the medical record 
system, as compared to being able to only read a 
record with the previous system, Hahn says. “We 
included the physicians in our transition to the 
new technology so they are comfortable with the 
system,” she adds.

Even if your hospice has an electronic medical 
records system that makes documentation simpler 
for the physicians, be sure you monitor the nar-
ratives and offer suggestions on items to include, 
suggests Carla Braveman, BSN, RN, MEd, CHCE, 
president and chief executive officer at Big Bend 
Hospice in Tallahassee, FL. “Our medical director 
has provided educational sessions for physicians 
that include examples of good and bad documen-
tation for recertifications,” Braveman says. “The 
key point is that it has to be a narrative, not just a 
checklist of items.”

In addition to educating physicians, Braveman 
and her medical director review narratives in the 
records. “I read some of them; the medical direc-
tor reads all of them,” she says. “This is not an 
exact science, and each patient is different, but 
there are some key areas for prognosis that must 
be addressed.” Functional status, medication sta-
tus, and weight loss should always be included in 
the narrative, she says. 

When a review of the narrative falls short of 
what the Centers for Medicare and Medicaid Ser-
vices (CMS) requires for certification or recertifi-
cation, the medical director contacts the physician 
with suggestions for improvement, says Braveman. 
“The ideal situation is to formalize and standard-
ize in a way that we don’t overburden the physi-
cians,” she says. 

Find ways to do more with less

Physicians aren’t the only ones that hospice 
managers don’t want to overburden. Hospice 
managers also are looking at redefining staffing 
and job responsibilities to handle the additional 
administrative responsibilities without overbur-
dening staff members.

“Staff training is ongoing because our adminis-
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trative requirements keep increasing,” says Hahn. 
“For clinicians, the additional requirements, and 
the constant changes, create more non-produc-
tive time that does not necessarily translate to 
improved patient care.”

One reason for constant changes is the lack of 
explanation for CMS requirements when they are first 
published, says Hahn. “CMS will issue a directive, 
then months later, a clarification will be issued,” she 
says. This means that hospices that interpreted the ini-
tial directive one way might have to change what they 
are doing when a clarification is issued, Hahn says. 
“Nurses get frustrated, but we all realize that change is 
the reality of our lives today,” she adds.

Although Hahn has not added staff to handle the 
additional administrative burdens in the office, she 
points out that job responsibilities have changed. 
“We’ve shuffled jobs and parceled out different 
responsibilities to those who can take on extra work,” 
Hahn explains. “We’ve redefined priorities according 
to the time sensitivity of different deadlines.”

For example, her hospice serves as a beta site for 
their software vendor, so the team that works with 
the vendor must spend time on phone calls and 
meetings to evaluate the program, explains Hahn. 
“I have to evaluate the value of their time spent on 
this project versus the burden it places on the hos-
pice if other activities are not completed,” she says. 
Because a software system that accurately collects 
data and promotes quicker payment of claims is 
valuable to the agency, these employees are able 
to make this responsibility a higher priority than 
other internal deadlines.

“We’ve got to get paid, so anything related to 
claims being submitted accurately and in a timely 
manner will take priority,” Hahn says. “We want 
to make sure we do it right the first time.”  ■

FDA orders Baxter to 
recall infusion pumps
Use of pumps allowed during transition

The Food and Drug Administration (FDA) sent 
a letter to Baxter Healthcare Corp. on April 

30 ordering the company to recall and destroy 
all of its Colleague Volumetric Infusion Pumps 
in use in the United States. This action is based 
on a longstanding failure to correct many serious 
problems with the pumps. The FDA believes there 
might be as many as 200,000 of those pumps in 

use.
Additionally, the FDA is ordering the company 

to provide refunds to customers or replace pumps 
at no cost to customers help defray the cost of 
replacement.

The FDA has advised providers that they may 
continue to use Colleague pumps while it works 
with the company to develop an “orderly transi-
tion plan.” Users of Baxter’s Colleague pumps will 
be receiving further instruction and information 
from Baxter and the FDA regarding their transi-
tion.

The FDA has been working with Baxter since 
1999 to correct numerous device flaws. Since then, 
Colleague pumps have been the subject of several 
Class I recalls for battery swelling, inadvertent 
power off, service data errors, and other issues.

In June 2006, the FDA obtained a consent 
decree of permanent injunction in which Baxter 
agreed to stop manufacturing and distributing all 
models of the Colleague pump until the company 
corrected manufacturing deficiencies and until 
devices in use were brought into compliance. Since 
then, Baxter has made numerous changes to the 
Colleague pumps, but these changes have not cor-
rected the product defect leading to the permanent 
injunction, according to the FDA.

On April 8, 2010, Baxter submitted a pro-
posed correction schedule to the FDA that 
stated that Baxter did not plan to begin the lat-
est round of corrections to the adulterated and 
misbranded pumps until May 2012. The pro-
posal also stated that Baxter does not anticipate 
completion of the proposed corrections until 
2013. On that schedule, a device with known 
safety concerns would remain in use on patients 
needing specialized care until 2013. FDA found 
this proposal unacceptable. The 2006 consent 
decree gave FDA authority to take any action it 
deemed appropriate. The FDA has determined 
that this action is necessary, as Baxter has failed 
to adequately correct, within a reasonable time-
frame, the deficiencies in the Colleague infusion 
pumps still in use.

Therefore the FDA is now ordering Baxter to:

pumps;

recalled device;
-

tomers. (For more information, visit the “Ques-
tions and Answers” posted at www.fda.gov/Medi-
calDevices/Safety/AlertsandNotices/ucm210768.
htm.)
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Infusion pumps, including the Baxter Col-
league models, have been the source of persistent 
safety problems. In the past five years, the FDA 
has received more than 56,000 reports of adverse 
events associated with the use of infusion pumps. 
Those events have included serious injuries and 
more than 500 deaths. Between 2005 and 2009, 
87 infusion pump recalls were conducted to 
address identified safety concerns, according to 
FDA data.

An FDA analysis of these adverse events has 
uncovered software defects, user interface prob-
lems and mechanical and electrical failures. Prob-
lems with infusion pumps are not confined to one 
manufacturer or one type of device. The most 
common types of reported problems have been 
related to software defects, including failures of 
built-in safety alarms; user interface issues, such 
as ambiguous on-screen instructions that lead to 
dosing errors; and mechanical or electrical failures, 
including components that break under routine 
use, premature battery failures, and sparks or 
pump fires.

Failures of infusion pumps have been observed 
across multiple manufacturers and pump types. 
The FDA says that many of the reported problems 
appear to be related to deficiencies in device design 
and engineering.

In response, last month the FDA announced a 
new initiative. As part of its initiative, the FDA is 
moving to establish additional premarket require-
ments manufacturers will be expected to meet, in 
part through static testing in FDA’s facilities before 
device submissions. (See story, below.)   ■

FDA launches initiative 
to reduce pump risks 
Web page addresses safety

The Food and Drug Administration (FDA) has 
announced a new initiative to address safety 

problems associated with external infusion pumps.
As part of its initiative, FDA is moving to estab-

lish additional premarket requirements for infu-
sion pumps, in part through issuance of a new 
draft guidance and letter to infusion pump manu-
facturers. FDA is also launching a new Web page 
devoted to infusion pump safety.

“These pumps often provide critical fluids to 
high-risk patients, so failures have significant 

implications,” said Jeffrey Shuren, MD, director 
of the FDA’s Center for Devices and Radiologi-
cal Health. “It is time for a more comprehensive 
approach than we’ve taken to date.”

As part of its initiative, the FDA published draft 
guidance recommending that infusion pump manu-
facturers begin to provide additional design and 
engineering information to the agency during pre-
market review of the devices. Also, the FDA issued 
a letter to infusion pump manufacturers, informing 
them that they might need to conduct additional 
risk assessments to support clearance of new or 
modified pumps.

In addition to alerting them of this intended 
change, the letter offers manufacturers the option 
of submitting their infusion pump software codes 
to experts at the FDA for static analysis prior to 
premarket review. Static analysis is a diagnostic 
technique that can help detect software problems 
early in the device development process. The 
agency previously invited manufacturers to make 
use of an open-source software safety model 
developed through the Generic Infusion Pump 
project, an ongoing collaboration with outside 
researchers aimed at improving pump design.

The agency’s new infusion pump safety Web 
page features basic information about infusion 
pumps and steps that patients and healthcare 
professionals can take to prevent and report 
safety problems, even before new or redesigned 
pumps are brought to the market. (The web page 
can be reached at www.fda.gov/MedicalDevices/
ProductsandMedicalProcedures/GeneralHos-
pitalDevicesandSupplies/InfusionPumps/default.
htm.)

The FDA is also inviting providers you to lis-
ten to the replace of a stakeholder teleconference 
held on April 26, 2010, to discuss the ongoing 
safety problems associated with external infu-
sion pumps. The teleconference involved a pre-
sentation by Anthony Watson, director of the 
Division of Anesthesiology, General Hospital, 
Infection Control & Dental Devices, Center for 
Devices and Radiological Health. Watson’s pre-
sentation was followed by a question and answer 
session. FDA experts were available on the call 
to answer questions. The moderator for this 
teleconference was Theresa Toigo, RPh, MBA, 
director of the Office of Special Health Issues 
(OSHI). A replay of the teleconference will be 
available until July 26, 2010. You can access  
the replay by calling (866) 434-5255 (inside  
the United States) or (203) 369-1000  
(International).  ■ 
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Law and ethics
complement each other
Interpreting law often requires ethical approach

While there are certain scenarios regarding 
patient care when what is written in the law 

might seem to counter what is ethically appropri-
ate, in general, the law and ethics complement 
each other in the health care arena, according to 
ethical experts interviewed by AHC Media, pub-
lisher of Hospice Management Advisor.

As in so many difficult decision-making situa-
tions, particularly those related to end-of-life care, 
good communication among all stakeholders in a 
particular dilemma is key.

“The first thing I would say is that a good 
[health care] lawyer is always going to tell you that 
the best way to avoid legal difficulty is to com-
municate well with patients and families and cul-
tivate good relationships with them,” says Nancy 
M.P. King, JD, professor in the Department of 
Social Sciences and Health Policy, Wake Forest 
University School of Medicine, and co-director, 
WFU Center for Bioethics, Health and Society in 
Winston-Salem, NC.

King notes that there are “very, very few situa-
tions in which there is some kind of incompatibil-
ity” between the role of law and the role of ethics 
in patient care.

“Thinking that law and ethics are incompatible 
is, I think, very often a misunderstanding about 
the role and reach of law to begin with,” she says. 
“And it stems in part from the fact that in bioeth-
ics in the United States, court decisions and other 
aspects of law have played a considerable role, and 
that’s not true in bioethics everywhere.”

Very often, she says, one of the misunderstand-

“The perception is that you plug in the facts, and 
a legal answer is going to pop out,” she says. And 
while, she says, law “may actually get at some of 
the outlines of some of the important bioethics 

and most lawyers know this.
“There really are very few instances in which so-

called black letter law, that is, there’s a really clear 
answer here, and you better just do it, actually 
fits health care situations, which are nuanced and 
complex, and usually extend much farther than 
the law can actually speak to,” King notes. “The 

considerations of bioethics are the considerations 
that fill in that gap between what law can actually 
contribute to the discussion of a complex problem 
and the range of morally appropriate actions and 
decisions that are available to patients and families 
and their health care team,” she says.

Legal consultants vs. ethics consultants

Alexander A. Kon, MD, CM, FAAP, FCCM, 
who is, among other appointments, director of the 
clinical bioethics consultation service and chair 
of the bioethics consultation committee at Sacra-
mento, CA-based UC Davis Medical Center, says, 
“There’s no question that ethics influences the 
law, and certainly, to some extent, the law influ-
ences ethical discourse, but they’re really looking 
at problems from very different perspectives,  and 
both become very important for clinicians to know 
about and to have access [to].” Kon is also direc-
tor of bioethics at the Clinical and Translational 
Science Center at University of California, Davis.

However, Kon says that “the role of the ethics 
consultant is quite different than the role of the 
legal consultant.”

“While there is sometimes a perception among 
some people that ethics consultants sometimes are 
giving legal advice, that’s really not the purpose 
of the ethics consultant,” Kon explains. “In gen-
eral, what ethics consultants will do is encourage 
clinicians to speak with their legal counsel or risk 
management to get a legal perspective, but the eth-
ics consultants are giving an ethical perspective, 

ways of looking at an issue.”
Like King, he suggests that many situations can 

be resolved through good communication. About 
80% of the job of the ethics consultants is helping 
people communicate better, Kon explains. “So, it’s 
really just sitting down with patients and families 
and health care providers to help people have bet-

SOURCES
For more information on ethical issues, contact:

 Paula Goodman-Crews, MSW, LCSW, Bioethics Direc-
tor, Kaiser Permanente, San Diego and Southern Califor-

Nancy M.P. King, JD, Professor, Department of Social 

-
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ter conversations, where there’s no recommenda-
tions being made,” he says. “It’s just facilitated 
conversations.”

In about 10-15% of situations, the ethics con-
sultants help determine the ethically permissible 
options, Kon says. “That’s a little different than 
legal advice, because legal advice is going to tell 
you, well, this is illegal or we think that this is 
legal,” he says. “What good ethics consultants do is 
they help clinicians understand what are the things 
that are ethically required, what are the things that 
are ethically permissible, and what are the things 
that are not ethically permissible at all and need to 
be taken off the table.”

 Kon says the model is different. “There are 

you are asked legal questions, and the response is 
always: ‘I can’t give you legal advice. I’m not a law-
yer; I’m not hospital counsel. For legal questions, 
you really need to talk to hospital counsel. We’ll 
help you with some other things,’” he says. 

Also, so much of what happens in health care 
decision making is governed by state law, and state 
law, of course, varies. “The ethics don’t vary,” Kon 
notes.

The fear of a lawsuit

One of the reasons some think there might be an 
incompatibility is the fear of being sued, either as 
an individual provider or an institution, King says. 
In fact, she says that “the perennial question that 
comes from the health care team is, ‘How can I 
keep from getting sued about X?’”

And that, of course, is a concern for hospital 
legal counsel and those in risk management for 
hospitals.

“The proper answer, even though very often it 
is not a very satisfactory answer, is you can’t keep 
from getting sued, because there are lots and lots 
of grounds on which somebody can bring a law-
suit,” King says. “But if you do the right thing, 
you’re not going to lose.”  ■

Legality and ethics can 
create misperceptions
Ethics needs to be balanced with the law

Although most patient care scenarios can be 
worked out through careful communication 

with all those involved, there are certain situations 
where even greater diplomacy may be required on 
the part of ethics consultants.

One situation in particular where this is often 
the case relates to advance directives and the 
selected surrogate decision-maker, who makes 
decisions for the patient when he or she is inca-
pable of making decisions for himself or herself, 
according to Nancy M.P. King, JD, professor in 
the Department of Social Sciences and Health 
Policy, Wake Forest University School of Medi-
cine, and co-director, WFU Center for Bioethics, 
Health, and Society in Winston-Salem, NC.

“Take, for example, the situation where some-
one has an advance directive and/or a surrogate 
decision maker, and together, either the advance 
directive or the surrogate decision maker, or both, 
say, ‘Action X is the best action for this patient 
under these circumstances.’ And the family comes 
in and says, ‘Don’t you dare do that. We think Y 
is the best thing,’” says King, noting that this type 
of situation occurs regularly. “Cousin Fran may 
be upset that she wasn’t chosen. It may be that the 
patient has a very different view of the decision-
making process than the family, who doesn’t feel 
like they’re ready to let the patient go.”

And this is where the scenario becomes com-
plex. For example, someone on the team caring 
for the patient may think that the best way not to 
get sued is to follow the family members’ wishes. 
Somebody on the team might maintain that if what 
the family wants is for the patient to be kept alive 
as long as possible, that’s what should be done, 
because there’s “very little case law saying that 
somebody who fails to honor an advance direc-
tive and keeps the patient alive longer has actually 
done cognizable harm to a patient that can be 
effectuated through a lawsuit,” says King.

Will you go against advance directive? 

In a hypothetical situation, King says that a 
team member who wants to avoid being sued 
might wish to choose care that is counter to what 
is in the advance directive, noting that “nobody’s 
ever going to bring that lawsuit, and they may not 
sue, because the patient was kept alive and because 
it’s very difficult to bring lawsuits like that.”

That would be the wrong decision to make, 
according to King. “This is . . . a situation where 
somebody is really expecting that it is really pos-
sible to keep everything quiet by doing something 
that’s morally wrong,” King says. These kinds of 
situations may cause the belief that law and ethics 
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are incompatible, when in reality they are not, she 
says.

In that type of situation, the advance directive 
should be honored, King says. “But, in fact, the 
right way to proceed with a situation like that 
isn’t to say, ‘Hey, law is on our side, as well as 
ethics,’ but to sit down with the family and really, 
again, take that initial time,” she says. “One of 
the reasons why it’s easy to . . . try to take mental 
shortcuts and say there’s an incompatibility here 
is that the best way to address perceived incom-
patibilities like that is very time-consuming and 
involves some very difficult conversations.”  King 
notes that “there’s a lot of hard work that needs 
to be done.”

Pediatric informed consent

All those interviewed suggested that it is very 
important for ethics consultants to be aware of the 
laws, particularly those within their state, which 
may constrain their recommendations to patients 
or their families.

Alexander A. Kon, MD, CM, FAAP, FCCM, 
who is, among other appointments, director, clini-
cal bioethics consultation service and chair, bioeth-
ics consultation committee at UC Davis Medical 
Center, as well as director of bioethics, Clinical and 
Translational Science Center at the University of 
California, Davis, says, “Clinicians need to know 
what are the legal constraints that they really need 
to talk to legal counsel about to understand ... and 
then they need to understand what are the ethical 
concerns, and that’s where the ethics consultants 
can frequently be very helpful.”  The recommenda-
tions from the two might be different, Kon says. 
“In general, the law and ethics go hand-in-hand, 
but that’s not always the case,” he says.

One of those examples is physician-assisted 
dying. Physician-assisted dying is now legal in 
three states: Oregon, Washington, and Montana.

Paula Goodman-Crews, MSW, LCSW, bioethics 
director in San Diego with Kaiser Permanente and 
regional bioethics director of the Southern Cali-
fornia Region, says, “Now, from an ethical stand-
point, that may not really comport with one’s own 
values or viewpoints, or it might.”

Consider the example of a person who lives in 
California and want a physician to give him or her 
a lethal dose, Goodman-Crews says. “While we 
may think we should be able to do that and that’s 
the right thing to do, in California, it happens to 
be illegal,” she says. 

While she notes that the fact that it is illegal 

ends the legal portion of the discussion, “... this 
gets into really kind of frightening territory, where 
there are physicians, especially, I would say, hos-
pice physicians, who almost on a daily or weekly 
basis are probably approached by patients or 
family members asking, ‘Please, can you do some-
thing?’”

While the physician has to respond to the 
patient’s request by saying that this action on his or 
her part would be illegal, that physician might not 
be aware that one practice that some patients follow 
is to stockpile pain medications to bring about their 
own death. While physicians might, in fact, pre-
scribe pain medication with the intention of reduc-
ing suffering, they cannot prescribe a lethal dose. 
So, should that be considered patient autonomy?

“I guess it could be considered an act of auton-
omy, but what happens when the law prohibits 
[this]?” Goodman-Crews says. “One might say the 
final act of autonomy is the taking of one’s life. But 
the law prohibits you from doing that” with a phy-
sician’s assistance, she says.

If a hospice patient were to choose to overdose, 
the legal framework would dictate that the police be 
sent to the residence or site of death, where it would 
then be determined if this is a coroner’s case. If it 
is determined to be a case for the coroner’s office, 
the police might be suspicious that there was foul 
play involved in the overdose of the patient. “Now, 
most of these patients are in a setting where they are 
dying or have grave disability, [but] they are really 
cases that are looked at case-by-case by the coro-
ner’s office,” Goodman-Crews explains.

While she says she isn’t sure how common 
this is, it is common enough such that Kaiser 
has had ethics cases centered around failed 
suicide attempts in such circumstances, i.e., 
where a patient tried unsuccessfully to end his 
or her own life. If that patient already has a do-
not-resuscitate order (DNR), then that means 
don’t put the patient on life support. “But let’s 
say they’re coming in with an assisted suicide 
attempt; then it gets really confusing . . . so you 
have competing ethical obligations,” Goodman-
Crews says. “So, what are those obligations? 
Well, if a patient comes in with an attempted 
suicide, are we obligated to continue to respect 
their autonomy, in which case we might be aid-
ing or helping the patient complete the attempt 
of suicide?”

In other words, if a patient has a DNR order, 
“is it ethically defensible to override their auton-

she says.  ■
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COMING IN FUTURE MONTHS

Documentation presents
challenges at hospices
Standardization required throughout industry

Patient care is always the hospice nurse’s first 
priority rather than documentation, but in 

today’s legal and regulatory environment, docu-
mentation of all aspects of nursing care is criti-
cal. A study of nursing documentation practices 
throughout 16 midwestern hospices shows a 
wide variation of standards and practices.1

Documentation is a key factor in supporting 
consistency and quality of patient care in the 
hospice setting, but variances between provid-
ers will make quality improvement measures 
and adoption of evidence-based practices diffi-
cult to manage as the industry moves to comply 
with new Conditions of Participation. 

The authors state that uniformity in key 
practice indicators and patient outcome mea-
sures in documentation systems are needed to 
improve quality and consistency of care in hos-
pices. The authors also recommend standard-
ization of documentation systems and language 
to facilitate research in the hospice setting. 

Accuracy of documentation can be called 
into question when information in the same 

record seems to contradict itself. In one exam-
ple cited by the authors, a nurse documented 
that “patient denies pain” and “patient unre-
sponsive” in the same visit. Another chal-
lenge is the use of different terms to describe 
symptoms, for example, “abdominal pains” 
and “cramps.” The authors identify resources 
for hospices to use in developing standards 
for documentation and recommend further 
study by hospice industry organizations. (See 
resource box, lower left.)

REFERENCE

1. Bergen-Jackson K, Sanders S, Herr K, et al. Determining 
community provider practices in hospices: The challenges of 
documentation. J Hosp Palliat Nurs 2009; 11:334-341.  ■ 

RESOURCES
The following articles offer guidance for standardized  
language to use in patient documentation:

outcomes classification projects across the care contin-
uum. J Nurs Care Qual 1998; 12:52-63.

-
comes Classification (NOC). Fourth ed. Philadelphia, PA: 
Elsevier; 2007: 852-853. 

eds. Nursing Interventions Classification (NIC). Fifth ed. 
Philadelphia, PA: Elsevier; 2007:815. 

necessary but not sufficient for representing “what nurses 
do” for inclusion in computer-based patient record sys-
tems. J Am Med Inform Assoc 1997; 4:222-232.

JOURNAL REVIEW

ID governor asks  
legislature to revisit bill
Bill impacts end-of-life decisions

Compassion & Choices, an advocacy group for 
“aid in dying” at the end of life, reports that 

Idaho Gov. Butch Otter, in a letter to the Idaho 
Senate, encouraged the legislature to revisit a par-
ticular bill.

The bill will authorize health care workers to 
ignore the wishes of terminally ill patients, accord-
ing to Compassion & Choices.

The group hailed the governor’s “concern for 
honoring decisions within living will and pow-
ers of attorney concerning end-of-life treatment.” 
However, the group expressed disappointment that 
the governor allowed the legislation to become law 
without signing it.

According to Compassion & Choices, S1353 
could “potentially affect end-of-life care by remov-
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ing the patient’s own decision-making and putting 
the decision in the hands of health care profes-
sions, who, based on their own religious or moral 
beliefs, could choose, or choose not to, follow 
certain end-of-life directives determined by the 
patient.

Compassion & Choices President Barbara 
Coombs Lee said the bill would “protect doctors, 
nurses, and other health care workers who refuse 
to treat pain and suffering of a dying patient, if 
they believe in the redemptive power of suffering.”

“If a professional’s faith dictates individuals 
should face death while conscious, they could 
refuse to provide the treatment known as ‘pallia-
tive sedation’ . . . ,” Lee said.  ■

HHS asked to address 
advance directive issues
Guidance to ensure patients’ wishes are followed

In a memorandum, President Obama has asked 
Kathleen Sebelius, secretary of the Department 

of Health and Human Services, to develop guid-
ance for hospitals participating in Medicare or 
Medicaid to ensure that patients’ advance direc-
tives are respected.

Additionally, President Obama has requested 
regulations to ensure patients can designate 
visitors other than immediate family members.

“It should be made clear that designated 
visitors, including individuals designated 
by legally valid advance directives (such as 
durable powers of attorney and health care 
proxies), should enjoy visitation privileges 
that are no more restrictive than those that 
immediate family members enjoy,” the memo-
randum states. “You should also provide that 
participating hospitals may not deny visitation 
privileges on the basis of race, color, national 
origin, religion, sex, sexual orientation, gender 
identity or disability. The rulemaking should 
take into account the need for hospitals to 
restrict visitation in medically appropriate cir-
cumstances as well as the clinical decisions that 
medical professionals make about a patient’s 
care or treatment.” (Editor’s note: To access the 
memorandum, go to www.whitehouse.gov/the-
press-office/presidential-memorandum-hospital-
visitation.)  ■
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LEVEL OF RESPONSIBILITY: RN

PURPOSE: AICD device will be deactivated or deprogrammed in compliance with patient and or family goals 
of care. Immediate deactivation is accomplished by placing a magnet over the AICD. This does not turn off 
the AICD.  Deactivation �����������	�
���������	���������������� Inactivating an AICD does not interfere with 
the function of a pacemaker 
Deprogramming will INACTIVATE the AICD. 

EQUIPMENT:
Deactivation magnet

PROCEDURE:  
1. Assessment of Device:

The nurse will assess and document the following 
The functional status of the AICD.  
Year inserted, manufacturer and model # of AICD, if information obtainable from primary MD or 
Cardiologist.  Also, the phone number of the lab or manufacturer of the AICD.
Where the AICD generator is implanted, chest or abdomen.
���������	����	�
����������	��

If primary nurse or on-call is assessing for AICD, follow the same procedure as assessment nurse. If the 
����	�����	���������	���	��	���	���	�������������	�������������������	�������	���������������	������	����		�
manufacturing device companies. Call the company and give patient name and date of birth. They will tell 
���������	��������	����	��	���	�������	�����	���	��������	����	�������	������	���	���	��������������	�������	���
you the correct interrogation device to use to permanently inactive the AICD.

Medtronic     1-800-328-2518
�������!��	������"$������%� &'())'�
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!���7��	� � � � &'())'9
�;'���"/++'46+4%

2. Assessment of desire to deactivate or deprogram AICD:
The nurse will have conversation with patient/family regarding wishes for deactivation or deprogramming 
���
������������	�����������	��������	�����	���9=
�����>	��������	�"����	?�����@��%�������@	������
decision.  

Steps to Deprogram:
A. Nurse will call primary physician and/or cardiologist and notify of patient’s desire to 

           have AICD deprogrammed.
B. Nurse will obtain input from physician on most practical setting for deprogramming 
������"�������	����EF������	���������������%�
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must do this. 

D.  Once the AICD has been deprogrammed, a copy of the printout would be placed in the patient’s chart 
and a copy forwarded to the primary physician.

Immediate Deactivation 
	������������������������	����������H����������	�������	���������������	��L

A. Obtain the order from a physician to place a magnet over AICD generator- to deactivate.
B. Obtain magnet from Facility Coordinator.  
C. Place magnet over AICD generator and secure with tape.  It takes 30 seconds to deactivate AICD.  

*	�	��	����������������	�������U��������������
D. Magnet is left in place until time of pronouncement of death.

ReminderL�E���	�����	��������������������������������	��������	��������6(�������������	�������	�����	������������
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V���K��������������X��	����>��	
A.   Nurse verifying death event will notify funeral home that patient has an AICD.
B.   Funeral home removes AICD per funeral home protocol.

DOCUMENTATION:
Plan of Care
Red Comment
Patient or legal decision makers’ wishes regarding AICD.
For deactivation, document placement and removal of device and skin condition.
For deprogramming, document conversations with primary physicians and/or cardiologist and actual 
deprogramming event.
9���	��Z�������	��������������������	?�	���������	���������������	������������

AFTERCARE OF EQUIPMENT:
A.  Removal of Magnet:

&%� After pronouncement of death, Hospice of the Western Reserve RN will remove magnet and place it in 
������������������	��	����	�������	�����	������������	�����������

B.  Cleaning of Magnet:
1. �X������������������������	����		��������	�������	�����	���	����	���������	���\����H	������������

strength Lysol to cleanse magnet, then place in clean plastic bag at site. 
2. E���	�����������	���	��	����	����	��	���	���������������H	���������	�����������	���������	��
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Note: There is a worldwide donation program that recycles these devices called Heart to Heart. It is possible for 
families to donate their device if interested.

Source: Reprinted with permission. Hospice of the Western Reserve, Cleveland, OH. 2010. 
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