







































































. Tahle 1: Characleristics of 56 Study Participants® . . .~
.- Characteristiz - .- _Study Particjpants
" Age, mean (S0), ‘ -/55.8 (11.8) -
Educational level, miean (SD), ¥- .. 181 (.2
Mala . " 87 (4BY .
“Fgmale . - U 29(52) -
Racefethnlcly -~~~ T
White - . 55 (36)
Nonwhite ;.°. S
Marital stalys - STy
Single/divorcad/widowed o
Married or with partner * -~
Living silustign ’
Indspendent
Dependent -
Terminal diagnosis
-Ganger T
Anmyolrophic lateral stlercsts. :
Gardiopulmonary disease .~ -
AIDS o
- Hepalitis C. . S )
Hospice enrolled * .20 (38)"
ECOG Score e
(. L)
1 24 {43)
- R FooT02).
34 14(25)
. .Missingdata’ - 16

Abbreviztions: AIDS, acquired imrmunaodeficiency syndrome;
ECOG, Eastern Cooperative Oncology Group.

@Data are given as number (parcentage) ol participanis unless otherwise
indicaled.

YA score of 0 indicales Iuby active, no lunclional restyictions; 1, resiricted
in sirenuous actlvity bul able to carry out light work; 2, ambulatory and inlact
self ¢ara, unable to work, and up and abaut more 1han 50% of waldng hours;
3-4, lirlted sell-care or completely dlsabled.

search ream directly. Potential participants were included in
the swudy i they were adult Qregon residents, cognitively in-
tact, a5 measured by a mental status instrument (scores >23
on the Folstein Mini-Mental State Examination or >7 on the
Short Portable Mental Stams Questionnaire'*!), and compe-
tent to consent [o participate in the vesearch (determined by
the MacArthur Competence Assessment Tool}.!* Most sur-
veys were administered by one of us (E.R.G.} in the partici-
pant's home. The study was approved by the institutional re-
view boards of the Portland Veterans' Affairs Medical Center
and the participating medical centers. All participants gave writ-
ten informed consent, including permission (o contact their phy-
sician or CCO regarding their ouicome.

In addition to providing demographic information, particl-
pants completed several measures about their attitudes and over-
all position on legalization of PAD, confirmed that they had ex-
plored PAD through CCO and/or explicitly requested a lethal
dase of medication, and indicated whether they had discussed
their views on PAD with [ainlly members. They rated their over-
all position on the legalization of PAD on a 5-poinl scale rang-
ing from "strongly oppose” (o “strongly supporl,” and their de-
sire for deatli in the previous 2 weels, with 0 being "I desire to
live as long as possible” and 10 being “1 have a strong desire to
die soon."

Survey items regarding reasons for requesting PAD were
drawn [rom qualitative stadies of terminally ill patients, pre-
vious surveys of health care prolessionals and family members
in Oregon who cared [or patients who obtained a lethal pre-

scripuion, and the investigatars” experience in evaluating and
caring for such padents.”" '8 Parricipants ranked the impor-
tance of 29 possible reasons en a scale of 1 to 5, where 1 was
“reasor not at all important in decision o requesta lethal pre-
scription” and 5was “reason very impaortent in decision o re-
quest a lethal prescription.”

Data are presented as frequencies and proportions for cat-
egorical data, means and standard deviations for normally dis-
tributed data, and medians with interquartile ranges for highly
skewed data. The Mann-Whimey test was used to compare con-
tinuous but skewed data. An o Jevel was setat .01 to adjust for
the farge number of analyses, and all tests were 2-sided.

— T

Compassion and Choices of Oregon invited 178 clients
to take part in this study. Ol these, 12 (7%) were ineli-
gible because they had died, were moribund, lived out-
side of Orepon, or were not terminally ill, and 47 {28%)
contacted the research leam expressing interest in par-
ticipating. The remaining 11 partcipants were referred
from 1 of 4 other medical centers (referring health care
providers did not keep track of the number ol persons
notified about the study). A total ol 58 agreed to partici-
pate; however, 2 did not complete the section of the study
measuring reasons lor the request. Study participants were
equally divided by sex and were predominantly white,
well educated, and lived independently {mean age, 66
years) (Table 1). The most common terminal diag-
noses wexe cancer and amyolrophic lateral sclerosis. Only
1 in 3 participants were enrolled in hospice at the time
of the survey, and fewer than hall were married. Forty-
one participanlts (73%) died a median of 2 to 3 months
after they participated in the siudy. At death, 18 (44%)
had received a prescription for medication under the
ODDA, and 9 (22%) died by lethal ingestion.

Study participants conlirmed their strong interest in
PAD: 55 (98%) strongly supported legalization of PAD,
47 (84%) sought infcrmation on obtaining PAD from
CCO, and 46 (82%) indicated they explicitly requested
PAD. Filty-four participants (96%) discussed their atti-
tudes about PAD with family and {riends, and 47 (86%)
indicated that the people closest to them would prob-
ably support their choice 1o pursue FAD. The desire to
die in the 2 weeks belore the interview was low {mean
[SD],2.1 [3.3]).

‘The chief reasons participanis pursued PAD, all with
median scores of 5, were loss of independence, wanting
to control the time and manner of death and die at home,
and the prospect of worsening pain or quality of life and
the inability to care for themselves (Table 2). Other key
Teasons, with median scores of at least 3.5, were having
witnessed intolerable deaths, perception ol self as a bur-
den, loss of dignity, and fear of mental confusion in the
future. Physical symptoms experienced a¢ the time of ini-
tial interest in PAD were much less important: pa, short-
ness of breath, fatigne, confusion, and loss of bowel and
bladder control were all rated a median of 1. In contrast,
all physical symptoms that the patient anticipated in the
future were rated a median of 3 or higher. Most respon-
dents did not endorse existential reasons, such as feel-
ing ready to die, that life tasks were complete, or thatlife
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was pointless. Social issues were rated overall as not of
concerr; lack of social support and perception of self as
a financial drain were both rated with 2 median score of
1.Participants did not acknowledge depression &s an im-
portant reason for pursuing PAD. There were no statis-
tically significant differences in reasons for the request
m compating those who received a [ethal prescription and
those who did not (data not shown).

Of 56 subjects, 41 (73%) rated a single most impor-
tant reasan for asking for PAD, Eleven requested PAD
primarily to feel in control, 5 to avoid dependence on oth-
ers, 5 because of worries about pain in the future, 4 be-
cause of worries aboul poer quality of Hfe in the fature,
and 3 because of worries of loss ol sense of sell. All other
most important reasons were chosen 2 times or less.

— T ——

Oregon is one of the few jurisdictions internationally and
the only US territory that has a legal process allowing pa-
tients to obtain PAD. The ODDA allows a physician to
prescribe a lethal dose of medication to be self-
administered by a requesting patient whose life expec-
tancy is less than 6 months. A second physician must con-
firm the limited life expectancy and that the patient is
capable of making the request. Between 1997 and 2007,
341 Oregonians died by legal PAD. One requirement of
the law is that all prescriptions must be reported to the
Oregon Health Division and agpregate data published an-
nually. From this source, we know that, compared with
other Oregontans who die, those who choose PAD are
somewhat younger, predominantly white, better edu-
cated, less likely to be married, and more likely to die of
cancer and amyotrophic lateral sclerosis; 86% are en-
rolled in a Medicare-certified hospice at the time of death.®

Our data suggest that when patients [irst request PAD,
they do so not because of physical symptoms or quality
of life at the time of the request but in anticipation of fu-
wure suffering that they perceive as intolerable. Their de-
sire to die is not strong, and they do not believe that their
life is poor in quality, meaningless, or worthless, Rather,
they appear to be protecting against the risk of future ex-
periences they do not believe they can endure. Al-
though future physical symptoms are important consid-
erations for these individuals, they are more strongly
motivated by the prospect of loss of autonomy—loss of
control, quality of life, and ability te remain at home, with
looming restrictions and dependence on others.

‘We are aware of only one other study that gathered
data directly from persons actively considering or pur-
suing PAD. Pearlman et al'” completed longitudinal, quali-
tative interviews of 12 patients and family members of
23 addidionel patients {rom the Pacific Northwest who
were aclively pursuing PAD (including 17 who ulti-
mately self-administered the medications). They also
found that loss of sense ol sell, fears about the future,
negative experiences with dying, and destre lor control
were prominent reasons [or pursuing PAD. Unlike our
study, they lound that experiences of wealness, discom-
fort, pain, and [unctional losses were more prominent rea-
sons. In addition to differences in study design, this may

Table 2. Résons for Wanting th.si_cianﬂﬁld':l'ﬁ”D:‘}inﬁ‘

lurd inability. fo care for self
Ldss of Independence
. Wanling to die at home
Perteplion of self as burdan
Lass of dignity
- Witnessed bad death{s)
'Fulure mégntal gonfusion
Nt wanlinig dthers io care for me
. Wairry about loss of sense of self
+ Fulore dyspnga ;=7
- Rélady fa die-
* Futgrefaligu

»]"Ql_ir'r'e‘ht menlal confusion .
" Current loss of bowelbladdar control . -

Atbreviation: IQR, inlerquartile range (25th percentile 1o 75t percentile).
3Partigpants marked the imporlance of their reasons far requesting
physician aid in dying on & scale from 1 1o 5: { was “reason not at all
important in declslon te requesl a lathal prescription” and 5 was “reason is
very important in decision lo request a lethal prescription.” Marks ot on an
intager ware estimatad# to the quarter mierval,

reflect that our study participants were seen once, whereas
Pearlman et al'” studied participants longitudinally, per-
haps closer to death, Furthermore, our study focused on
patients, not family mernbers, as primary sources of in-
[ormatien.

There are several limitations in our study. Our re-
sults focus on patients at the time they are [irst request-
ing PAD, yet 5 in 6 requests are ultimately not honored
by physicians.!! Furthermore, among those who are suc-
cessful in. obtaining a prescription, some may wait until
they are more ill and symptomatic to take it. For ex-
ample, 20 of 56 of our study participants (36%) were en-
rolled in hospice. Similarly, physicians reported that 32%
of 141 Oregon patients were enrolled in hospice at the
time of the [irst PAD request,! In contrast, 86% of Or-
egonians who die by lethal ingestion are ultimately en-
rolled in hospice.® Although experienced physical symp-
toms were not a motivator for initially pursuing a lethal
dose of medication, they may be cogent in the choice o
uitimately die by a lethal prescriplion.

A second limitation is that only 47 of 166 clients (28%)
invited by CCO to participate enrolled in the study; those
who volunteered to participate in our study may net be
representative of other Oregonians at the time they [irst
request PAD. For example, in our study, 1 in 4 patients
had limited sell care or complete disability. In contrast,
Oregon physicians reported that 59% of patients werz con-
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fined to bed or a chair [or more than half their waking
hours when first requesting PAD.!! The very reasons that
individuals may not have been able to participate iz our
study—lack of energy, poor metivation, disabling physi-
cal symptoms, or functional impairment—may have con-
tributed to interest in hastened death. Despite the po-
tential for selection bias, there is substantial agreement
between the results of the present study and Oregon phy-
sicians® and hospice workers’ previous reports of pa-
tienits in Oregon who choose PAD,

The results of the present study may provide helpful
approaches for patients who request PAD, Patients who
actively pursue PAD zppear, at least initially, to be mo-
tivated by worries about future physical discomfort and
impending losses in autonomy and {function, Having wit-
nessed intolerable deaths, these patients need to have their
sense of control suppotted. Health care providers should

. focus on reassuring patients that all efforts will be made
to ensure that they will be able to die where they wish
and that pain and other symptoms will be controlled.

If opposition to legalization of PAD is based on moral
and religious beliefs about the value of life and ethical
concerns about physicians’ actions, then patients’ Tea-
sons for hastening death may be irrelevant.”® However,
for many policy makers and hezlth care providers, judg-
ment of Oregon’s law is conditional and based on PAD
being used as an option of last resort.”® Lethal prescrip-
tions should not substitute for competent end-of-life care,”
Our data support the assertion that initial pursuit of PAD
does not appear to stem from lack of access to symptom
management. Aliernatively, for some, support ol PAD le-
galization was based on the specter of patients with grave
suilering from symptoms that could not be conirolled even
with good eare. This support may wane faced with evi-
dence that experienced physical symptoms are not para-
mount reasons for requesting PAD. However, as noted
by Cassell,?? it is not the zbsolute level of pzin, but the
meaning of the pain, the prospect of its worsening, and
its effect on one’s sense of self that are the true compo-
nents ol suflering. Whether or niot PAD can be justified,
our findings clarily the source of these patients’ suffer-
ing, which may lead to more compassionale care.
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PERSPECTIVE

A Solicitor of the High Coutt of New Zealand

Physician-Assisted Suicide — Oregon and Beyond
Susan Okie, M.D.

In1 February, the U.S, Supreme Court agreed to con-
sider the legality of the Bush administration’s ef-
fort to outlaw physician-assisted suicide in Ore-
gon, raising the possibility that a ruling by the Court
during its next term could effectively invalidate the
controversial Oregon law known as the Death with
Dignity Act. With the events leading to the death
of Terr Schiavo focusing national attention on end-
ofife decisions, the Court's acceptance of the case
formerly lmown as Orggon v. Ashicroftis likely to hear
up the public debate on assisted suicide. The jus-
tices will hear oral arguments in the case, now re-
named Oregon v. Gonzales, soon afier starting a new
term next October. A decision is expected by July
2006. Whatever the fature of the Oregon law, the
state’s seven years of experience with physician-
assisted suicide have greatly infuenced thinking
about end-of-life issues and the practice of zssist-
ed suicide, both in the United States and elsewhere.
This year, lawmakers in California and Vermont
and in Britian are considering bills modeled on
the Qregon law.

The case now headed for the Supreme Court
began in 2001, when Oregon’s attorney general,
along with a physician, a phacmacist, and several
terminally ill state residents, sued to block the Jus-
tice Department from punishing Oregon doctors
and phaxmacists for providing lethal medications
to terminally ill patients who wished to end their
lives. In May 2004, the U.S. Court of Appeals for
the Ninth Circuit in San Francisco ruled in favor
ofthe plaintiffs, stating that drug-enforcement of-
ficials could not use the federal Controlled Sub-
stances Act to penalize Oregon health care pro-
fessionals, provided that they had followed the
requirements specified in the assisted-suicide law.
This past November, on the day he announced his
resignation as attorney general, John Ashcroftap-
pealed that decision to the Supremie Court.

Dr. Okle Is a contributing editor of the fournal,

N ENGL J MED 352;1€  WWW.NEJM.ORG APRIL 21, 2005

In the past, the high court has allowed each state
to determine the legal status of sujcide. In a pair of
1997 decisions, the Supreme Court upheld [aws in
two states prohibiting physicizn-assisted suicide,
but it left states free to legalize the practice. None
except Oregon have done so_ Thirty-eightstates have
laws that make it a crime to assist in a suicide, and
several others treat such an actas a crime on the
basis of their common law (precedent created by
previously decided cases). Three states — North
Carolina, Utah, and Wyoming — abolished the
common law of ctimes and have no statutes crim-
inalizing assisted suicide. Virginia imposes civil
but not criminal sanctions on anyone who assists
in g suicide. The Ohio Supreme Courtreled in 1996
that assisted suicide is not a crime, although the
state does not condone it.

In March, epidemiologists with Oregon’s De-
partment of Human Setvices issued their seventh
annual report on state residents who have availed
themselves of the Death with Dignity Act to end
their lives. To use the law, a patient must be clder
than 17 years of age, capable of making and com-
municating health care decisions, and terminally
Mwith alife expectancy of less than 6 months. The
patent’s request for assisted suicide must be com-
municated to a doctor both orally and in writing,
and both the prescribing physician and a consult-
ing physician must confirm the diagnosis and prog-
nosis as well as agree that the patient is capable of
making an informed decision and is not clinically
depressed. If either doctor is uncertain about the
patient’s mental competence, the patient must be
referred for a psychiatric or psychological evalua-
tion. People who are given a prescription for lethal
medications mustbe able to take them orally; fam-
ily members, friends, doctors, and other healtk care
worlcers are forbidden to administer the drugs.

Oregon’s seven years of experience with this law
have been, for the most par:, reassuring: medical
and legal safeguards established during implemen-
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tation appear to have prevented abuse, and most
patfents have had the expected outcome, Between
1998 and 2004, Oregon physicians wrote 326 pre-
scriptions for drugs to be used in assisted suicide,
and 208 people ended theit ives by taking the drugs.
In the years since legalization, the number of Ore-
gomians hastening death in this way has increased,
but it remains a tiny fraction ofall terminally il pa-
tients, Aecordingto the Oregon Departrment cfHu-
man Services, physician-assisted suicide was the
cause of 37 deaths in 2004, zbout one eighth of
1 percent of 2ll deaths in the state, Most frequently
in such cases, the patient either drinks 10 g of lig-
uid pentobarbital or swallows
the powder from 9 to 10 g of seco-
barbital capsules (dissolved in
water ot applesauce). Patients are
instructed to take an antinausea
medication about an hour before
swallowing the barbiturate. De-
spite this precaution, there have
been some cases of partial regur-
gitation of the sedative, includ-
ing a few in which the patients
vomited one third to one half of
the dose. However, in all cases
but one for which information is
available, the patients became un-
conscious — wsually within a few minutes after
taking the medication — and rernained so vntil
they died. The median time from ingestion to death
was 25 minutes, but some patients survived for
hours, including at least 17 who lived for more
than 4 hours, 1 of them surviving for 37 hours and
another for 48 hours. Once a patient swallows the
prescribed dose, it is ill=gal to take any additional
measure to hasten death. There have been no report-
ed cases in which emergency medical services were
surnmoned after a patient took the medication.
Earlier this year, in the first such case in Oregen
since the lawwentinro effect, a terminally ill patient
apparently ingested the fiall prescribed dose ofmed-
ication but did not die; instead, he awoke from a
corma atmost three days later and lived for two more
weeks before dying of lung cancer. David E. Prueitt,
42, reportedly swallowed about 10 g of secobar-
bital powder mixed with water, applesauce, cinna-
mon, and a small amountofa sweet-tastinglaxative,
His wife told a reporter that he woke 65 hours later
and asked, “What the hell happened? Whyam I not
dead?”1 The Oregon Board of Pharmacy is analyz-

Physician-Assisted Suicide — Oregon and Beyond

ing drug residue remaining on the empty capsules
and investigating other aspects of the case, such as
whether the laxative might have interfered with ab-
sorption of the barbiturate.

‘The [aw has nothad the dire social consequenc-
es that some opponents predicted, Thereis no ev-
idence that it has been used to coetce eldetly, poor,
or depressed patients to end their lives, nor has it
caused any significant migration of terminally ill
people to Oregon. As compared with Ozegonians
who died naturally from similar diseases ir 2004,
those who died by means of physician-assisted sui-
cide tended to be younger (median age, 64 vs. 76
years), more highly educated,
and mote likely to have been di-
vorced or never to have married.
Seventy-eight percent had cancer.
d However, in the period ffom 1998
B 102004, the yates ofassisted sui-
cide were higher among people
with amyotrophic lateral sclero-
N sis (25 per 1000) and AIDS {23 per
1000) than among people with
B cancer (4 per 1000).

Only 2 of the 208 patients who
died by means oflethal medica-
tion were uninsured, and 86 per-
centwere enrolled in hospice care.
Most died at horne; only one died in an acute care
hospital. The most frequent reasons for choosing
assisted svicide, mentioned by more than 80 per-
cent of patients, were loss of autononty, loss of
digniry, and loss of the ability to enjoy life. Thirty-
six percentexpressed concern about being a burden
to family or caregivers; 22 percent cited inadequate
pain control. Only 3 percent mentioned finaneial
concerns, Researchers who have analyzed the per-
sonalities of patients choosing assisted suicide have
found them to be exceptionally eager to control thejr
own lives and remain independent. “I don’t want
to die not lmowing ifit’s day or night, not lmowing
anybody in my family,” Richard Holmes, one of the
ariginal plaintiffs in Oregon v. Achergft, told me in
2001. “Iwantto knowwhat’s going onand do it my-
selfif I'm going to do It: say ‘Adios.”" Holmes had
obtained a lethal dose of barbiturates from a doc-
tot, but like abaut 36 percent cf the people who have
done so under the law, he never used it; he died of
cancer in September 2002.

Although relatively few terminally ili patients in
Oregon actually make use of the law, recent fing-
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ings indiecate that many more consider doing so.
Medical ethicist Susan W. Tolle and colleagues in-
terviewed the next of kin of 1384 Qregonians who
died of natural causes. A rotal of 236 respondents
(17 percent) reported that their sick relative had
menticned considering assisted suicide. However,
only 25 said their relative had formally requested a
prescription forlethal medication. In 17 cases, re-
spondents said the doctor refused the request or
dissuaded the patient.? “Itis on the minds of more
patients and families than physicians have any idea
of;” Tolle said.

There is suggestive evidence that the widely pub-
Licized debate about the assisted-suicide law and its
enactment contributed to overall improvements
in end-of-life cate in Oregon. According to Tolle,
Oregon has the lowest rate of in-hospital deaths
of any state. Hospice admissions inereased during
the late 1990s, and the state adopted a standard-
ized physician’s order form for recording patients'
wishes with regard to the use or limitation of Jife-
sustaining treatment. Among Oregon physicians
surveyed in 1999, 76 percent of those who cared
for terminally ill patients reported having worked
to iraprove their knowledge of pain treatment.

Yet some Oregon physicians remain 2damantly
opposed o the law, maintaining that a patient’s
wish to hasten death may reflect unrecognized,
treatable depression or alack of support for other
options. “When a patient says, ‘Idon’t want to be
a burdern,’ it may really bea question, ‘Am Iz bur-
den?* noted William L. Toffler, a professor of fami-
ly medicine at Oregon Health and Sciences Uni-
versity and the national divector of Physicians for
Compassionate Care, a group that opposes assist-
ed suicide.

Toffler made this comment in testimony be-
fore members of the House of Lords Sefect Com-
mittee on the Assisted Dying for the Terminally Il
Bill, who traveled from the United Kingdom to Qre-
gon this past December to Iearn about how the Jaw
has worked. The bill that the House of Lords has
been considering, broadly modeled on the Ore-
gon law, would legalize assisted suicide and eutha-
nasia under specific circumstances, for patients who
are teeminally ill, menrally competent, and suffer-
ing unbearably. The committee was charged with
investigating whether cirrent British laws outlaw-
ing such practices should be changed.

British opinion on assisted suicide has shifted
during the past decade, according to Matk Slattexy
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of the Voluntary Buthanasia Society in England and
Wales. Cases in which seriously il] British patients
traveled to Switzerland to obtain lethal medication
in order to end their lives have been widely report-
ed in the media. In 2 nationally representative poll
conducted last September, 82 percent of respon-
dents said terminally ill patients who are suffering
unbearably should be allowed to receive medical
help to die, if they want it. The British Medical As-
sociation, the nation’s largest physicians’ organi-
zation, opposes the Assisted Dying for the Termi-
nally 11l Bill, but the Royal College of Physicians
and the Royal College of General Pracgtioners re-
cently dropped their opposition. The bill, which
lacks government backing, is considered unlikely
to pass this session, Earlier this month, the select
committee issued its report, including a recommen-
dation that “a clear distinction should be drawn in
any future bill between assisted suicide and vol-
untary euthanasia in order to provide [Parliament]
with an opportunity to consider carefully these two
courses of action, and the different considerations
which apply to them,**

Meanwhile, two California Jawmalcers held pub-
lic hearings this past winter on another bill, closely
patterned on the Oregon law, that they inttoduced
inthestate [egislature in February. Democratic as-
sembly members Patty Berg of Sebastopol and Lloyd
Levine of Van Nuys brought witnesses from Ore-
gon to the hearings in California to address con-
cerns about how legalizing assisted suicide in this
state might affect peaple with disabilities and how
physicians evaluate the emoHonal state and mental
competence of 2 terminally ill patient who requests
lethal medication. A 1992 injtiative to legalize eu-
thanasia in California was voted down, and an as-
sisted-suicide bill introduced in 1999 failed to pass
the legislature, but Levine said he believes that the
generally reassuring experience with the Oregon
law has increased the chances of enacting a simi-
lar statute in California. “I would say this is not
suicide,” he said, “This is giving people dignity and
control at the end of their lives.” The state has al-
ready taken a number of measures to improve end-
of-life care, including requiring that medical stu-
dents be trained in pain management and that
practicing physicians obtain continuing education
in pain treatment and palliative care.

But Oregon’s successful implementation ofits
agsisted-suicide law might not be easily replicated
in other states with more socioeconomically di-
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verse populations and less inclnsive health care pro-
grams, cautioned Joanne Lynn, a senior research-
er with the RAND Corporation and director of the
Washington Home Center for Palliative Care Stud-
fes in Washington, D.C. “There isn’ta huge demand
for assisted suicide in good care systens, but there
could be a huge demand in much less adequate care
systerns,” Lynn said.

DPsychiatrist Linda Ganzini of Oregon Health and
Sciences University agrees that her state’s high-
quality system of palliative care is the factor most
responsible for keeping the number of assisted-sui-

Physician-Assisted Suicide — Oregon and Beyond

cide cases low. “Your safety net is your end-oftlife
care and yoer hospice care,” she said. “It’s not the
safeguards thatyou build into the law.”

1. Celburn D. Why am ! not dead? The QOregonian. March 4,
2005:A401.

2. TolleSW, Tilden VR, Drach LL, Frornme EK, Perrin NA. Hedberg
K. Characteristics and proportion of dying Oregonians who person-
ally cansider physician-assisted suicide. | Clin Ethics 2004;15:111-E,
3. Ganzini L, Nelsen HD, Lee MA, Kraemer DF, Schmidt TA,
Delorit MA. Qregon physicians’ attitudes about and experiences
with end-afiife care since passage of the Oregon Death with Dig-
nity Act, JAMA 2001;225:2363-9.

4. House of Lords Select Committee on the Assisted Dying for
the Terminally (I Bill. Volume |: Report, HL Papar 86-.

Terri Schiavo — A Tragedy Compounded
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The story of Terei Schiavo should be disturbing o
all ofus, How can it be that medicine, ethics, law,
and family could work so poorly together in meet-
ing the needs of this woman who was leftin a per-
sistent vegeiative state after having a cardiac ar-
rest? Ms. Schiavo had been sustained by artificial
bydration and nutrition through a feeding tube
for 15years, and her husband, Michael Schiavo, was
locked in a very public legal struggle with her par-
ents and siblings about whether such treatment
should be continued or stopped. Distortion by inter-
est groups, media hyperbole, and manipulative use
of videotape characterized this case and demon-
strate what can happen when a patient becomes
more a precedent-setting symbol than a unique hu-
man being,

Let us begin with some medical facts. On Feb-
ruary 25, 1990, Terri Schiava had a cardiac arrest,
triggered by extreme hypokalemia brought on by an
eating disorder. As = result, severe hypoxic—ische-
mic encephalopathy developed, and during the sub-
sequent months, she exhibited no evidence of high-
er cortical function, Computed tomographic scans
of her brain eventuaily showed severe atrophy of

Dt Quill is a professor of medicine, psychlatry, and medi-
cal humanities and the director of the Center for Palliative
Care and Clinical Ethics at the University of Rochester
Medical Center, Rechester, N.Y.

Related article, page 1710

her cerebral hemispheres, and her electroenceph-
alograms were flat, indicating no funcHonal activ-
ity of the cerebral cortex. Her nenrologic examina-
tiors were indicative of a persistent vegetative state,
which includes periods of wakefulness alternating
with sleep, some reflexive responses to light and
noise, and some basic gag and swallowing respons-
es, but no signs of emotion, willful activity, or cog-
nition.* There is no evidence that Ms. Schiavo was
suffering, since the usnal definition of this term re-
quites conscious awareness that is impossible in
the absence of cortical activity. There have been only
afewreported eases in which minimal cognitive and
motor functions were restored three months or
more after the diagnosis of a persistent vegetative
state dure to hypoxic—ischemic encephalopathy; in
none of these cases was there the sort of objective
evidence of severe cortical damage thatwas present
in this case, norwas the period of disability so long 2

Having viewed some of the highly edited video-
taped material of Terri Schiave and having seen
other patients in a persistent vegetative state, 1amn
notsurprised that family members and others un-
familiar with this condidon would interpret some
of her apparent alertness and movement as mean-
ingfill. In 2002, the Florida trial court judge con-
ducted six days of evidendary hearings on Ms,
Schiavo’s condition, including evaluations by four
neurologists, one radiologist, and her attending
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Abstract

Objective: Assisted dying is a contentious and topical issue. Mental disorder is a relevant influence on requests of
hastened death. The psychiatry of dying is not 2 preminent companent in the assessment of euthanasfa and physician-
assisted suicide (PAS) in jurisdictions with liberalised assisted dying laws.The literature on the assessment processes, with
particular reference to mental status, involved in euthanasia requests is considered.

Methods: An experienced palliative medicine specialist and psychiatrist selectively reviewed the recent literature pub-
lished about the mental health issues involved in euthanasia and PAS.

Results: Assessments of competency, sustained wish to die prematurely, depressive disorder, demoralisation and
‘unbearable suffering’ in the terminally ill are clinically uncertain and difficule tasks. There is a growing psychiatric and
psychologleal literature on the mental status of the terminally ill. As yet psychiatry does not have the expertise to ‘select
those whase wish for hastened death is rational, humane and ‘healthy’. Rarely in those societies with liberalised assisted
dying laws are psychiatrists involved in the decision-making for individuals requesting early death. This rcle is fulfilled by
non-specialists.

Conclusions: There remain significant concerns about the accuracy of psychiatric assessment in the terminally ill.
Mental processes are more relevant influences on a hastened wish to die than are the physical symptoms of terminal
malignant disease. Psychiatric review of persons requesting euthanasia is relevant. It is not obligatory or emphasised in
those legislations allowing asslsted dying. Psychiatry needs to play a greater role in the assessment processes of eutha-
nasia and PAS.

Keywords
Euthanasfa, physician-assisted suicide, depression, competency, suffering

Introduction

Over recent decades in several jurisdictions, including for a
brief period the Northern Territory of Australia, there has
been legislation for assisted dying for severe terminal med-
ical illness. Legalised euthanasia and/or physician-assisted
suicide (PAS) are currently practised in the Netherlands,
Belgium, Estonia, Luxembourg, Albania, Switzerland and
the US states of Oregon, Montana and Washington (Fieid
and Curtice, 2009). Assuring mental competency and the
exclusion of current psychiatric illness are tasks expecied
of medical assessors, who are rarely specialist psychiatrists.
Ryan {1995) advocated mandatory psychiatric review of
persons requesting euthanasia, a view supported by the
RANZCP Section of Consultation-Liaison Psychiatry’s
Working Group on Euthanasia (1996), This was abligatory
in the Northemn Territory but is not in the law of the other

jurisdictions. Psychiatry needs to play a greater role in the
ongoing debates about euthanasia and contribute from the
clinical, scientific, 2nd ethical points of view {Naudts et al.,
2008).

Eulhanasia is the-deliberate ending of another person’s
[ife at his or her request. Physician-assisted suicide (PAS) is
defined as ‘a doctor intentionally helping a person to com-
mit suicide by providing drugs for self~administration, at
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the person’s voluntary and competent request’ (Materstvedt
et al., 2003). Withholding and withdrawing futile treat-
ments and palliative or terminal sedation are not considered
eutharasia {Materstvedt et al,, 2003). There are philosophi-
cal, religious, medical, financial and political arguments
opposing and supporting killing on request. Reports about
those countries and states with liberalised assisted dying
legislations are becoming available and provide important
insights into this practice.

The author has attended an estimated 10,000 terminally
ill hospice patients over the last two decades. Clinical prac-
tice moulds professional opinion. Tt is impossible not ig be
influenced and biased by clinmical experience, This article is
hot a comprehensive review of the literature on assisted
dying, It is a selective review of published literature from
jurisdictions with assisted dying legislations by a elinician
working within a legal system prohibiting euthanasia and
PAS, end with an intersgt in the psychiatric state of the
terminally ill.

Over the last 50 years, mediciric became scientifically
capable of artificially sustaining life. For the first time the
very sick have options of living or dying. Assertive onco-
logical treatments, eirped only to prolong life for weeks to
months, are allowing cancer patients €o live Jonger. Critical
care and emergency medicine are able to salvage persons
suffering horrendous injuries and iflnesses. The survivors,
however, may endure major disabilities including psychiat-
ric disorders. Cancer and AIDS have been converted into
chronic illnesses, allowing the accumulation of disease in
multiple orgaps, including the brain. The process of dying
is becoming increasingly fraught and difficult. Euthanasia
debates do not occur in societies without health services
sufficiently affluent to be able to keep persons artificially
living (Spence, 2003). The fear of dying “badly’ (dysthana-
sia), rather than a fear of death, is a dominant concern of
developed societies. This is a new driver of euthanasia for
which modern medicine is responsible. The psychology
and psychiatry of dying is becoming increasingly relevant
in those individuals whose quality of remaining life is dete-
riorating and who are experiencing ideations about hasten-
ing death. )

Legalised PAS and euthanasia

In 1996, for the first time in history, a democratically
elected government in the Northern Territory made both
cuthanasia and PAS legal. The following year the Australian
government overfwned this temitory law. In ¢ months,
seven patients had made formal use of this law and four
died under it. In the Netherlands, euthanasia and PAS have
been sanctioned and practised openly since 1991. The
Dutch criteria for euthanasia include competency but not
the exclusion of mental illness as prerequisites {Table 1)
{Field and Curtice, 2009, KINMG, 2011). In 2001, 2.8% of
all Dutch deaths were by euthanasia and PAS (van der
Heide et al., 2007). This percentage had fallen to 1.8% in
2005 (van der Heide et al., 2007). Of a yearly average of
8400 requests, approximataly 2400 are actually carried out
(KWNMG, 2011). In most cases the estimated shortening of
life was rarely more than 1 month (van der Heide et al,,
2003). In 1994 the US state of Oregon legalised PAS but
not euthanasia. This [aw was enacted in 1997, Terminally
ill persons suffering ‘incurable’ and ‘irreversible’ disease
considered to be in the Jast 6 months of life, who are capa-
ble of making a voluntary decision about their health care,
understand the information provided, cormmunicate a
choice, and not have a mental health condition that impairs
judgement, may request PAS. The patient is prescribed a
supply of lethal medication (a barbiturate) to be consumed
orally. About 50-60 persons/year die of PAS (about 0.2% of
all deaths). Between 1998 and 2004 only 326 prescriptions
were written, and 208 ended their life this way (36% dying
naturally) (Okie, 2005). In 2010, 96 patients were recipi-
ents of lethal medication prescriptions and 59 are known to
have died ingesting the medications (Oregon Public Health
Division, 2010). Similar iegislation was passed in
Washington in 2008. Since 2010 doctors in Montana are
protected from prosecution for helping the terminally ill
die, providing the patient is competent. Belgium legalised
euthanasia in 2002, but not PAS or any other forms of life-
shortening action (Field and Curtice, 2009). Belgium is the
only country in which mental suffering from either somatic
or mental disorder is explicitly acknowledged in law as a

Table I. Dutch euthanasiz criterfa, 2002 (Field and Curtice, 2009; KNMG, 201 I}

! The physitiany must iriform the local coroner that euthanasia has occurréd,

The patient's request must be voluntar}r, enduring and well cnnS|dered
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valid basis for euthanasia (Naudts et al,, 2006). The men-
tally ill person must be competent, contirmously suffering
unbearably, repeatedly express and record a wish to die,
and be experiencing a severe and incurable disorder.
Euthanasia represented 1.9% of all Flemish deaths in 2007
{Smets et al., 2010). Since 1942 the penal code in
Switzerland has not criminalised assisted suicide provided
the person who assists is ‘motivated by “unselfish” reasons’
(Field and Curtice, 2009). The Swiss Jaw, when created, did
not envisage assisted suicide from a medical perspective
(Guillod and Schmidt, 2005), Active cuthanasia is illegal. A
medical practitioner must assess the patient’s decisional
capacity and prescribe the lethal dose. The patient rnust
directly administer the lethal barbiturate to themselves. The
person seeking assistance does not have to be terminally ill.
They do need to be “unbearably suffering’ or ‘unreasonably
disabled’, and consistently wish to die. Since 1998 nearly
1000 deaths have occurred under this arrangement includ-
ing nearly 100 British citizens, for the patient does not need
to be a Swiss national (Ficld and Curtice, 2009; Joffe,
2009). Of 1800 Swiss requests for PAS each year, two-
thirds are rejected after screening and half of the remaining
die by natural causes, leaving about 300 assisted suicides
each year {(or 0.45% of deaths in Switzerland) (Hurst and
Mauron, 2003). In the UK assisting suicide remains illegal,
however encouraging snicide may not necessarily be pros-
ecuted if the assistance is ‘minor, reluctant and wholly
motivated by compassion’ (Director of Public Prosecutions,
2010). However the Director of Public Prosecutions (DPP}
gives no specific assurance as to how it may respond,
emphasising the uacertainty still existing regarding assisted
suicide in the UK,

Requests for assisted dying

It is uncertain how frequent the occurrence of unsanctioned
doctor-assisted dying is in countries in which euthanasia is
illegal. Even anonymously, few clinicians are prepared to
reveal an illegal act. Many relatives (and some doctors)
presumme an analgesic dose several hours before death
caused death, rather than easing pain until the imminent
natural death occurred. The classical example of this phe-
nomenon is Dr Schur’s fvoluntary euthznasia’ of the
83-year-old Sigmund Freud, dying of a jaw malignancy
(Schur, 1972).

Public opinion polls suggest over 80% support euthana-
sia legalisation in the UK (Branthwaite, 2005). In most
developed countries a majority of the general population
appear supportive, There is however a trend that as an indi-
vidual moves from the street, to oncology outpatients, and
to hospice care, their attitude toward liberalising euthanasia
mellows. In the Netherlands 7% of all people whose death
is expected request euthanasia preceding their death
(Onwuteaka-Philipsen et al, 2010). Having initiated the
process, 13% then withdraw (Jansen-van der Weide et al.,

2005). About 17% of Cregonians are potentially interested
in aid in dying, though only 1-2% actually request it
(Ganzini et al., 2008) and 36% provided a lethal prescrip-
tion die natyrally (Okie, 2005). In Canadian palliative care
patients 63% believed euthanasia should be legalised, yet
only 6% would wish to initiate the request (Wilson et al.,
2007). The proximity to the death bed contaminates opin-
ion, This may also apply to medical practitioners. Doctors
are less often in favour of actively shortening life than are
the general public and nurses (Gielen et al., 2008).
Specialities such as palliative care, geriatrics and oncology
appear more strongly opposed than infensive care physi-
cians and medical students (Gielen et al., 2008, Marini
et al., 2006). The UK House of Lords (2005) summarised
doctors’ views as ‘The closer their experience of end-of-life
patients, the less sure professionals are about the prospect
of a change of the law in favour of euthanasia’.

Requests for euthanasia are not uncommon in medical
practice. It is reported that 47% of Australian doctors have
received at least ons request for enthanasia (Stevens and
Hassan, 1994). GPs are the recipients of most requests, pal-
liative medicine physicians probably fthe least. Patients
cdred for at home are more inclined to request assistance
dying than those in hospital, who are more likely to request
non-treatment (Coher et al., 2007).

Acceptable criteria

It might be reasonable to presume that those requesting a
hastened death would be frail and suffering severe (cancer)
pain or other unpleasant symptoms. In the Netherlands can-
cer is the most common diagnosis (74%) of the requesters,
7% have cardiovascular disease, and 5% severe pulmonary
disease. However relatively more patients {20%) with
motor neurone disease (MIND) die due to euthanasia or PAS
compared with patients with cancer (5%) or heart failure
{05%) (Maessen et al., 2010). In 2000/01, 2.9% of the
requests for PAS were for psychiatric disease and 4.5% for
“weary of life’ (Rurup et al., 2005). The major specific rea-
sous for the requests were fear of pain (37%), deteriorating
physical status (31%), hopelessness (22%), and dyspneea
(15%) (Marcoux et al., 2005), The most important concerns
were non-physical (Marquet et al., 2003). Usually the con-
cerns were multifactorial and included fears of dependence,
loss of autonomy, loss of dignity, being a burden on others,
and sociel isolation {Marquet et al., 2003). Loss of control
appeared to be a core influencing factor. The personal and
social factors were more relevant in encouraging the request
than the physical and psychiatric ones (Rietjens et al.,
2009), The characteristics of the ‘weary’ patiznts were old
age (average §] years), ‘reasonable’ health, aloneness,
social isolation, and ‘through or tired of living and physi-
cally deteriorating’ (Rurup ei 2l., 2005), These discontented
citizens request ‘guicide-by-doctor®, In only 20-30% of
those who request euthanasia is it performed, though none
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in the psychiatrie group ard 1% in the ‘weary’ group (Rurup
et al,, 2005). Thirty-nine per cent had died before the
request could be granted and 38% did not meet the neces-
sary criteria to allow euthanasia {Onwuteaka-Philipsen
etal., 2010).

The Oregonian data suggest that patients do not request
PAS because of unrelieved physical symptoms, or inade-
quacy of palliative care services (most ate simultaneously
enrclled in hospice programmes), and neither are they
depressed or socially vulnerable (Ganzini and Back, 2003).
They request assisted suicide for pgychological and exis-
tential reasons: they value control, dread dependence on
others, are ready to die, and assess current quality of life as
poor (Ganzini and Back, 2003). The most important rea-
sons for their requests concerned loss of control, wishing to
die at home, loss of dignity and independence, concerns
about future pain, pocr quality of life and self-care ability
{Ganzini et al., 2009). Significantly the requests did not
relate to distressing physical symptoms, financial concerns
or poor social support. The concems were about future
wotries of declining welfare. The majority who request
PAS are in their seventh decade, well educated, middle-
class, white, married, with cancer diagnoses, and complain-
ing of loss of enjoyment and quality of life. The poaor, the
ill-educated, the uninsured and those without access to pal-
liative care are not those who request PAS. Tn QOregon
approximately one in two PAS requests are declined, usu-
ally because the patient does not suffer cancer (Ganzini
etal., 2000).

Contrary fo what may have been predicted (and is per-
haps assumed by the general public), people request
assisted dying, if they have the legal opportunity to do so,
because of psychosocial, and not physical, symptoms.

Psychiatry in PAS jurisdictions

A critical component of the legal requirements intreduced
for assisted dying is that of the role of the medical profes-
sion. Dectors are asked to assess the patient and opine upon
prognosis and mental status. In the termmally {1l these are
not simple and straightforward clinical determinations.

In the Northern Territory the patient under the law had to
be certified fo be of sound mind and making the decision
freely, voluntarily, and after due consideration (Ficld and
Curtice, 2009). A psychiatrist was required to examine the
patient and confirm that they were not suffering from a
“ireatable” clinical depression. Four of the seven patients
congidered (two died before the law came into effect, cne
after itg repeal} had some symptoms of depression. Ons,
despite current depressive symptorms and a probable sub-
therapeutic dose of antidepressant, was considered to be
“‘depressed consistent with her medical condition’. The
other three to die were considered competent and nct
depressed. The psychiatric assessment was mandatory, rais-
ing concerns regarding cooperation, honesty and bust

issues (Kissane et al., 1998), Indeed one patient assessed
withheld relevant history. No ongoing assessment or psy-
chiatric treatment was offered or proposed.

In the Netherlands physicizns ask for a psychiatric eval-
uation for patients requesting PAS in only 3% of cases
(Ganzini and Lee, 1997). However if a psychiatrist or psy-
chologist has already been involved in a patient’s terminal
care it was twice as fikely that a request for euthanasia be
made (likewise for palliative medicine involvement)
(Onwuteaka-Philipsen et al., 2010). This may merely be an
indication of case complexity. Since the Iaw change in 2002
the person does not need to be competent when “sutha-
nased’. An advance request can be made, which remains
valid despite altering health status. [r 2005, 20% of cases of
cuthanasia and PAS wentunreported and 0.4% of all deaths
were the results of the ending of life without any explicit
request by the patient (van der Heide et al., 2007). The
Dutch medical fraternity belicve that a person can have a
death wish and not be clinically depressed (Maessen et al.,
2010). To date most requests for those suffering mood dis-
orders have been declined as there were still psychiatric
treatment options remaining (Field and Curtice, 2009).
Objective criteria assessing suffering are neither available
nor indeed possible. How the suffering is determined to be
‘unbearable’ rests upon the impression of the assessing
doctar for there is no formal definition of this term (Dees
et al., 2010). Ultimately the decision to enact PAS rests on
how the doctor considers the patient’s suffering. It could be
argued that it is not patients exerting autonomy, but doctors
exercising power.

In Oregon if the primeary physician believes a psychiat-
ric disorder is present, the patient must be referred to a psy-
chiatrist or psychologist. The limited ability by primary
care physicians to detect psychiatric disorder is well recog-
nised. Only 6% of Oregon psychiatrists were confident that
on a single consultation they could determine if mental dis-
order was influencing the request (Ganzini and Lee, 1997).
In 2010 only one of the 65 persons who died of PAS had
been referred for formal psychiatric or psychological evalu-
ation (Oregon Public Health Division, 2010). Depression
(in Oregon) may or may not invalidate a voluntary request,
and treatment of depression only improves the desire for
life-sustaining therapy in a minority (Ganzini and Lee,
1997, Ganziui et al., 1994), The key task for psychialry in
Belgium is the assessment of capacity. Normally the treat-
ing doctor will assess competency, except in those whom
the doctor thinks will not die in the foreseeable future
(Naudts et al., 2006). A mandatory psychiatric veferral then
oceurs. These are generally those patients with mental ill-
ness (and without a terminal illness). Mental disorder does
hot necessarily imply incompetence and there are no estab-
lished criteria for determining whether & patient is compe-
tent to choose death by snicide.

The current provision of psychiatric assessment, as leg-
islated in these jurisdictions, would appear to be inadequate
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to perform the difficult tasks expected. Not only is psychia-
try rarely consulted, the limited knowledge of the psychia-
try of terminal illness raises the probability that the iegal
expectation of psychiatry is not achievable.

The psychiatry of dying

The prevalence of psychological distress and psychiatric
jillpess in the dying is significant (Macleod, 201I).
Affectations of the brain and mind influence judgement and
decision making. Most terminally il people are at times
fearful and anxious. Serious emotional turmoil is com-
monly associated with incapacity (David et al., 2010}, At
least 15% of terminally ilj cancer patients are experiencing
major depression (Hotopf et al., 2002), though this preva-
lence falls as death approaches (Macleod, 2011). A similar
mumber are dysthymic, dysphoric and demoralised (Kissane
and Kelly, 2000), Depression in the terminally jll is a com-
plex and difficult diagnosis to make and depressed and
demoralised patients are not necessarily competent (Kissane
and Kelly, 2000). Delirium is a common, if not jnevitable,
syndrome during the final phase of a malignant illness. In
the terminal phase of life up to 80% become delirious
(Lawler et al., 2000).

Assessing capacity in those requesting PAS is difficult
as the cognitive capabilities required io dscide on rational
suicide are contestable, In the Netherlends consent is not
invariably given prior to assisted death. Euthanasia without
an explicit request from the patient amounted to 0.7% of all
deaths in the Netherlands in 2001, and 0.4% in 2005 (van
der Heide et al., 2007). There had been discussion about the
acl, or a previous wish of the patient for the act, in 60% of
these patients, as compared to 26% in 2001, Discussions
with relatives had occurred i 8084 and with colleagues in
65% of these cases, 10% of whom were unconscious at the
time of the decision and 14% incompetent owing to young
age. Termination of life without request is more common in
Belgium, with 1.8% dying without an explicit request (a
weighted prevalence) in 2007 (Chambaere et al., 2010). In
a sample of 208 deaths under the euthanasia [aw, represent-
ing 12% of the deaths during 2007 in Flanders, 32% were
administered life-ending drogs without their explicit
request (Chambaere et al., 2010}, The decisions to terrni-
nate the lives of these elderly, hospitalised patients in
comatosed or demented states, who had previously indi-
cated a wish for life not to be needlessly prolonged, were
made by medical staff in agreement with the family, nsually
following a sudden decline in the patient’s health, leaving
them unable to communicate.

The accuracy of the figures on euthanasia is complicated
by how palliative sedation is defined. Palliative sedation
refers to the intentional clinical practice of suppressing
conscionsness to conirol refractory symptoms (delivium,
pain, dyspnoea, nausea, acute hacmorrhage) during the last
days or hours of life, in a manner that is ethically acceptable

to the patient, family and healthcare providers. When there
is no other medical means of relieving an unendurable
symptom, sedation may be the humane clinical option.
Paliiative sedation is not euthanasia; the intent is to relieve
suffering, not to kill. In Belgium since 2001 the rate of
using continuous and deep sedation until death increased
from 8.2% of all deaths in 2001 to 14.5% in 2007 in one
study (Bilsen et al., 2009) and fell from 7% in 1999/2000 to
1-2% since 2001 in another (Broeckaert et al., 2011). In the
study by Chambaere et al. (2010), opioids were used for
sedation in 83% of the cases (often as the sole agent). This
suggests a very broad definition of palliative sedation,
There is solid evidence that the dose of opioid and its rate
ofincrease do not influence survival at the end of life (Good
et al., 2005), and indeed indications are that the duration of
life is actually prolonged by palliative sedation, Appropriate
opioid, neuroleptic and benzodiazepine prescribing does
not constitufe the use of "life-ending drugs’. Barbiturate
administration, however, does. Palliative sedation and the
doctrine of double effect are issves potentielly able to be
manipulated by advocates and/or critics of assisted dying,
In the Netherlands in 2001, 5.6% of deaths involved the
practice of ‘continuous deep sedation’, and in 2005 this fig-
ure was 7.1% (van der Heide et al., 2007). In palliative care
settings worldwide about 25% of dying patients receive
pallietive sedation (Macleod, 2011).

Itis claimed that there is no evidence from the Netherlands
ot Oregon to justify concerns about the negative impact of
assisted dying legislation on potentially vulnerable groups,
such as older, uninsured, ethnic minorities, minors and disa-
bled people (Norwood et al., 2009). The only group identi-
fied fo have a heightened risk were people with AIDS
(Battin et al., 2007). While in the Netherlands it is more
likely to talk about euthanasia than to die a euthanasia death
(Norwood et al., 2009), as yet there is no compelling infor-
mation from couctries allowing assisted death that compe-
tency and consent issues are rigorously adhered to.

High desire to die is present in up to 17% of the pailia-
tive care population (Nissim et al.,, 2009). In severely ill
patients, the will to live fluctuates (Cochinov et al., 1995).
The will to live is determined more strongly by psycholagi-
cal variables until the last few days, when it is supplanted
by physical variables such as pain and dyspnoea (Cochinov
ct al., 1399). In terminally il[ cancer patients, psychological
distress rather than pain and functional status is the most
influential factor determining the desire for hastened death
(Mystakidou et al., 2005). The strongest factors are hope-
lessness, depression and anxiety (Mystakidou et al., 2005),
The wish to die is not stable, especially if mental health
problems are evident (Ganzini et al., 2000). Major depres-
sion was diagnosed in 59% of hospice patients who persis-
tently desired a hastened death, but in only 8% of those who
did not (Cochinov et al., 1995).

In Oregon it is estimated that about 20% of those
requesting aid for dying are depressed (Ganzini et al., 2000,
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2008), zu expected incidsnce. Concerned that the profes-
sionals and family members involved with Oregon patients
who pursued assisted dying did not believe depression had
influenced their choice, and that in 2007 none of those who
died of PAS had been seen by a psychiatrist or psycholo-
gist, investigators studied the prevalence of depression and
anxiety in terminally ill people requesting aid in dying
(Ganzini et al., 2008). Although the investigators struggled
to recrit subjects, of 58 Oregonians 15 met the criteria for
depression (FIADS and Beck, SCID-I), six of whom being
of the opinion that their depression influenced their prefer-
ence for PAS. By the end of the study 42 had died, of whom
18 had been prescribed a lethal dose, and nine had died by
this method. Three (17%) of these 18 decedents had met the
criteria for depression, though one had been successfully
treated for depression before her death. It would appear that
some cases of depression are missed or overlooked in the
medical assessments. Elevated prevalence of depression
has been determined in Swiss people seeking assistance to
die. The largest right-to-die organisation in Switzerland
(Exit) found 27% of those requesting assisted suicide
were ‘depressed’ according to their vohmteer assistants
{Bosshard et al., 2008), and 36% of hospitalised palliative
ocare patients demanding death were depressed (Moynier-
Vantisghem et zl., 2010), However in neither of these stud-
ies was depression diagnosed according to accepted
Tesearch criteria,

Those Oregonians who received substantive interven-
tion such as control of pain, hospice referral, psychosocial
and antidepressant medication, were more likely to chanpe
their mind about PAS. They also had less advanced disease.
Eleven per cent had a change of mind after an antidepres-
sant trial. Those whose decision altered were more ambiva-
lent and unstable with regard to the initial request, not as
hopeless, and had a few treatment options stiil available
(Ganzin] et al,, 2000). In Orcgon, no PAS patient has con-
tacted emergency services after consuming the lethal medi-
cation, though this would need to be done within 25 minutes
(Okie, 2005). In the Netherlands 13% had a change of mind
{Jansen-van der Weide et aL., 2005). This was less likely in
the terminal phase and more likely if thers were mental
heaJth problems. Instability of zttitude conceming PAS,
generally toward rejection of an earlier supportive view,
occurred in 8-26% of non-terminally ill hospitalised
elderly American patients, particularly if depression lifted
{Blank et al., 2001), A study of depressed periatric patients’
preference for life-sustaining therapy found that 25%
showed an increased desire for such therapy after treatment
for their depression {Ganzini et al., 1994). In AIDS patients
with desire for hastened death, 27% of whom had major
depressive illness, those who responded well to antidepres-
sant treatment after 2 months dramatically reduced their
wish for an early death (Breitbart et al., 2010). The 37% of
patients whose depression did not respond had no major
alteration in their desire to die early. Depression does not

inevitably acoount for desire for death but there is a possi-
bility that treatment of depression may alter significantly
the incidence of PAS requests. Existential variables may
have a stronger effect on the desire to die than psychologi-
cal and psychiatric ones (Cochinov et al., 2005). The desire
for death may be driven by the intolerable future rather
than the intolerable .present (Sullivan, 2005). Spiritual
well-being (a sense of meaning and peace) is an important
modifier of the desire to die, and even if depressed, it is
protective (McClain-Jacobson et al., 2004). The percent-
ages of patients changing their view about PAS, perhaps
10-15%, whilst small, would be considered to be 2n unac-
ceptably high operating mortality in surgical practice. Of
additional concern is the clinical impression that by offer-
ing further treatment options (such as chernotherapy for the
cancer patient), the patient’s view about euthanasia may
alter. This underlines the fickleness of hastened death
ideation.

Suicidal thoughts occur in as many as 45% of terminally
ill patients, though these are usually fleeting and often asso-
ciated with feelings of loss of confrol and anxiety abcut the
future {Bloch, 2000). The frequency of completed suicide
in the cancer population is about twice that in the general
population (Misono et al., 2008), with the highest risk in
the months atter diagnosis (Crocetti et al., 1998). Suicide is
the cause of death in less than (% of the cancer population
and the risk is very low in the terminal phase (Nissim et al.,
2009; Ripamonti et al., 1999). ‘Psychological autopsy’
stadies sugpest that 80% of persons with cancer who com-
mitted suicide were clinically depressed, about the same as
for those suicides without cancer (Henrikson et al., 1995).
Relatively few terminally ill patients kill themselves, vet
some wish to be killed by their doctor. Finlay (2003) sug-
gests that suicide and euthanasia are driven by fundamen-
tally different needs, the former by depressive illness, the
latter by a desperate way to gain the last vestige of control
over a situation. Historically society has viewed suicide ag
a mortal sin, a crimminal offence, a mental illness, and since
the 1970s Western society has started to consider suicide as
4 caloulable category of risk (McManus, 2003). Identifying
and attending to these risk factors, thershy preventing sui-
cide, has become a major public health issue. To dissuade
the general community from committing suicide, and
yet allow it in specific instances, risks complicating suicide
prevention education. ‘

Conversations about dying, death and suicide are impor-
tant components of the practices of palliative medicine and
psychiatry, For some ‘euthanasia talks’ (the negotiations
around the request and the process) ave in themselves
apparently therapeutic. Euthanasia practice in the Nether-
lands typically involves extensive deliberations with the
patient, the majority of which do not end in a euthanasia
death (Norwood et al., 2009). Paradoxically, these discus-
sions tend to affirm social bonds, social life and life. This is
consistent with the findings that advance care planning can
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positively enhance rather than dimimish patients’ hope
(Davison and Simpson, 2006). The provision of & “lethal
bullet” may result psychologically in an enhancement of the
patient’s control over their desperate predicament, an
improvement of their esteem and 2 reinvigorated wish to
live until nature determines otherwise. Referring to
Oreponians who decide not to ingest the prescribed barbitu-
rate, Quill (2005) comrnented that: ‘Perhaps the knowledge
that they could end their life if they so desired makes them
feel less trapped — therefore freer to keep going’. It may be
that a planncd and orchestrated death, and the avoidance of
an uncomfortable death-bed vigil, may facilitate less trau-
matic grief reactions for family and friends (Swarte et al.,
2003). However most working in palliative care observe
the helping and healing dynamics of families during those
final days, but there is no deubt that some individuals and
families may prefer ordered and sanitised death.

Assisting dying

Doctors may buckle with the psychological issues associ-
ated with their dying patient, The fatigued, hopeless and
despairing doctor confronted by a patient requesting
assisted suicide may more easily acquiesce or subtly
encourage the act, Clinicians burdened with the care of the
very sick, who are frustrated by therapeutic imupotency,
strmggling to communicate effectively, and seduced by the
apparent rationality of the request, may become, like their
patient, supportive and implicit in quickening death (Kelly
etal, 2003).

Killing patients is a role most doctors appear neither to
wish nor want. It may be, not surprisingly, distressing for
the practitioner. In the 1990s 75% of Dutch doctors
expressed feclings of discomfoit following euthanasia,
58% following assisted suicide, and 34% following life
ending without an explicit consent (Haverkate ot al.,
2001): ‘Many physicians who had practiced euthanasia
(in the Netherlands) menticned that they would be most
reluctant to do so again’ (van der Maas et al., 1991). In
Orepgon doctors attending persons requesting PAS report
being intimidated by patients to assist, and of being pow-
erless to influence the decision-making process (Stevens,
2006). In the USA 53% of physicians whe reported par-
ticipating in euthanasia or PAS were comforted from hav-
ing helped the patient, 24% regretied being involved and
16% reported that the emotional burden of performing
euthanasia or PAS had adversely affccted their medical
practice {Emanuel et al., 1998). Oregon doctors who had
participated, particularly those involved in the early years,
acknowledged the difficulties it aroused emotionally.
They consider themselves insufficiently prepared, fearful
of making errors, and being personally damaged by the
experience (Dobscha et al., 2004). It appears that the per-
sonal and professional experience of therapentically kill-
ing is discouraging doctors from accepting these patients

onto their books and they are withdrawing from the pro-
cess. For their own self-protection some doctors in the
Netherlands apparently attempt to avoid involvement in
euthanasia cases (Stevens, 2006).

Euthanasia and psychiatry

Relatively rarely do patients request assisted dying in
jurisdictions in which it is legal. If they do so the clinical
problems initiating the request are psychosocial and exis-
tential rather than medical. There are psychiattic concerns
about euthanasia and PAS, yet psychiatry is infrequently
consulted and involved in the decision-making processes.
Literature from countries and states with Iiberalised
assisted dying laws and the palliative medicine literature
are indicative of some specific areas of concerns regarding
the mental status of those requesting hastened dying. The
oscillations of the wish to die of the terminally ill, the dif-
ficulties of diagnosing major depression toward the end of
life, the effect of depression and demoralisation on eutha-
nasia requests, and of what constitutes fitness to commit
on rational svicide are significant and as yet unresolved
clinical issues. Concerns of a “slippery slope’ remain, for
competency determipations appear not to be strictly
adhered to in some jurisdictions. Subjective medical
impressions of suffering need to be supplanted by solid
objeclive evidence-based literature and clinical gridelines.
Medical practitioners of enthanasia and PAS appear reluc-
tant and increasingly unenthusiastic pariicipants in the
processes, ‘Buthanasia talks’ may be therspeutic but
medicinal killing, despite the informative experiences of
jurisdictions in which it has been legalised, remains a con-
troversial practice.

Every doctor has attended patients whose quality of
life is poor and where no effective (reatments are known
or available. Psychiatrists are familiar with resistant affec-
tive disorders, chronic unremitting psycheses, and intrac-
table anorexia nervosa. If legal liberalisation occurs the
obvious evalution of pro-euthanasia advocacy is towards
addressing those with intractable mental disorders and
those weary with life in general. Psychiatry should be
forewarned.

The euthanasia debate wili not vanish from modern
society. Society and politics will ultimately determine the
legality of assisted dying in any community. As vet psy-
chiatry does not have the expertise or the will to “select’
those whose wish for a premature death is rational, humane
and ‘healthy’. Whether the profession will ever achieve this
knowledge is uncertain. But until this is obtained doubts
and concems about assisted dying within psychiatry (and
medicine) will persist.
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