American
Journal of Hospice &

Palliative Medicine’

A multiprofessional, peer-reviewed journal

ISSN 1049-9091

Volume 22, Number 3 MAYSUNE 2005

L] L] i’
Editorial -r:;r} ;J 4 Clinical indicators of treatment futility and

When palliative medicine is not ﬁ’\ imminent terminal decline as discussed by
il

palliative care........on W Ll 2., 1 multidisciplinary teams in long-term care .......204

Michael I-"Iujp]q‘ﬂ“ ML K rry - ”rhu}rr B ‘:-hlrl-.-'}' 5. Travis, Phily, APRM, EAAN
Sharon Moore, MSW, LUSW

Pamala [ Larson, PhD, RN, CRREN

Huspice news briefs Michael Turner, PhD

Hospice news............. stssm bR Am Rt LRSS 0 wnl?l
CaAlENAAr .....cc e e s i 174 Palliation of heart failure ... iassis s 211
Mellar PP, Davis, MDD, FOCP
Sounding board ernc}llivl;f.hllwrtml‘:g]. MSN, RN
Who decides? An ethics case consult for James B. Young,
Lo 173 Palliative oncology update
ropp YATCERIE, W Methadone for cancer pain: What have
Letter to the editor we Ie.arr_-.ud from clulucai studies? ..., 223
Luiz Guilherme L. Soares, MDD
EOL considerations in defibrillator
Aeactivation ... s s 179 Pain and symptom management
. . Oral transmucosal fentanyl citrate for the
Dngmal articles treatment of breakthrough pain in cancer
The Florida Clergy End-of-Life Education patients: An overview of its pharmacological
Enhancement Project: A description and clinical characteristics ... 228
AN eVATUALION ..ot imeessensss s 181 Kyriaki Mystakidou, MDD, PhiD
David Abrams; Sonya Albury, MSW Emmanuela Katsouda, MD
e Crandall, PhD; Kvnn:-ﬂnl Doka, I'hy, MDiv ( Efi Parpa, BA, MA
“Robert Harris - '-.H oA b,w Marinoes L. Tsiatas, MD, PhD
. . . . ' '(q Lambros Viahos, M3, PRI
Validation of the Laregwmg at Life's Engl
questionnaire ... "rﬁ Ethics roundtable
Jormiter K. Salmon, | , . i oai .
Kimberly D, Anlum.w.j, PhD, MS Sedation for palliation of terminal

symptoms—how soon is too soon?......... 233
Steven | Baumrucker, MD, FAAFP, FAAHPM
Paul D, Longenecker, RN, MBA, PhD

Kathleen A, Egan, MA, BSN, CHPFN
Katherine Brandt, M5

Evidence of improved knowledge and skills Greg Carter, MD
alter an elective rotation in a hﬂﬂplfﬂ' and Gaerald M. Morris, JI LLM
palliative care program for internal Matt Stolick, Thid .
medicine residents ..o 195 Joanne E. Sheldon, RN, MEd, CHPN
Charles I von Gunten, MDY, PhD . .
Martha Twaddle, MID; Michael Preodor, MDD HUEP":E ‘FlgﬂEttES
Kathy Johnson Neely, MD; Jeanne Martinez, RN, MPH Meeting Mrs. A..........oimnmnmnmnmnnmnen 237

John Lyons, Phi Madine Condon




[LeEer to the editor

EOL considerations
in defibrillator deactivation

To the editor

I read with interest the article by
Jennifer Ballentine on ethical consid-
erations regarding defibrillator deacti-
vation (January/February 2008, pp.
14-19). We had a patient who went
home with home hospice, The defib-
rillator was never turned off. As a
result, the wife reported that the
patient died in her arms while the
defibrillator jolted him 33 times
belore the battery ran down. She stat-
ed that the defibrillator got so hot that
it burned through his skin, Needless 1o
say, this greatly distressed his wife.
She's had difficulty getting this mem-
ory ol her last moments with her hus-
band out of her mind.

As a result, we worked with our
community hospice to develop educa-
tion about deactivating defibrillators. |
also phoned the three major manufac-
turers of defibrillators (Medtronic,
Guidant, and St, Jude Medical) to
assess what information they provide
1o patients and families. | was told that
patient education was “not our job;
that's the doctor’s job.” They were
speechless when | asked what infor-
mation they provided the doctors so
the doctors could then inform patients,
None of their printed materials ad-
dresses this issue—either for patients
or [or physicians, | have since encoun-
tered numerous patients with implant-
ed defibrillators. Not one has reported
that their physician addressed end-of-
life issues regarding the defibrillator.

My letter containg more questions
than answers or opinions: How can

patients make an “informed consent™
il they do not have all the informa-
tion? Are patients told that one ol the
possible adverse effects ol the defib-
rillator is that their death might
involve getting shocked 33 times
while their loved ones watch in hor-
ror’? Whose job is it to provide patient
education about associated EOL con-
cerns—the implanting surgeon? The
attending physician®! The defibrillator
company? The hospice? Doesn't the
manulacturer have an ethical and legal
obligation to address this issue in its
printed materials? Should the Na-
tional Hospice and Palliative Care
Organization (NHPCO) be taking an
ethical stand to address issues that
complicate patient deaths? Should
patients and family members be given
amagnet to deactivate the defibrillator
when they enter hospice or at least be
tald where to get one? Should sur-
geons and manulacturers be forced 1o
watch a person get shocked 33 times
as they die so they might then accept
responsibility for providing informed
consent?

| hope our professional journals
and organizations will provide leader-
ship for the rest of us on this important
ethical issue,

Deborah Grassman, ARNP
VA Tospice
Bay Pines VA Medical Center
Bay Pines, Florida
Author reply

To the editor:

‘Ihe appalling situation described by
Ms. Grossman is exactly the scenario |

would hope to prevent by raising
awareness around deactivation of
delibrillators, specifically in terminal
patients. Her questions are challeng-
ing, and to answer them in depth
would require another article. Instead,
"1l Tocus on the ethical questions she
raises, in particular the ethical obliga-
tions ol informed consent,

First, | will say that there are clear-
ly as many questions about the ethics
of defibrillator/pacemaker implanta-
fion us aboul deactivation— education
around end-of-life issues being only
one ol them. As a practical matter,
“informed consemt™ is never fully
informed. Ethically, the obligation is
o provide information sufficient for
the patient to assess likely risks, bur-
dens, benefits, and consequences of
the intervention, It is impossible for
any healtheare professional to offer all
the information available, so judg-
ment must be exercised about what
information to offer in what way,
always with the objective of facilitat-
ing the patient’s deeision making
rather than imposing a preference,

What is often neglected in this
equation is the contextual ground for
the decision—the patient’s goals.
Given the same information about a
defibrillator, patient A, whose goal is
1o keep on living and playing goll as
long as possible, will make a very difl-
ferent decision than patient B, whose
goal is to experience a pain-free,
unimpeded, natural death, Patient A
may very well become patient B over
time——at that point, information about
the possible negative action of the
defibrillator becomes keenly relevant.
The function and action of the device
has not changed; rather, the patient’s



goals have. This requires a new con-
sideration of the same set of factors
and, likely and appropriately, a deci-
sion to deactivate.

Thus, informed consent is not sole-
ly a matter of information but a matter
of what information is given at what
time, in what way, and in what con-
text. Although cardiologists, sur-
geons, attending physicians, and man-
ufacturers “should” address EOL
concerns, it is my contention that hos-
pices must address the possible conse-
quences of defibrillator function in the

dying process because the context
demands it. My article suggests a
process for doing that, preferably on
admission. Whatever may or may not
have been discussed 10 years ago
when the device was implanted, the
issues must be raised and resolved in
the hospice setting,

As to the NHPCO taking an ethical
stand, | would strongly urge the national
ethics committee to survey hospices on
their toughest ethical issues (palliative
sedation, withdrawal of artificial nutri-
tion and hydration, cardiac device

deactivation, and boomerang discharges
are just a few that immediately come to
mind) and develop model policies or
deliberative protocols around them: not
to impose a particular resolution, but to
guide ethics committees, interdiscipli-
nary care teams, physicians, nurses,
patients and families in their own consid-
erations of these very tough issues.

Jennifer Ballentine, MA

Chair, Metro Denver End-of-Life
Coalition

Denver, Colorado
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