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In her paper, The case for physician assisted suicide: not
(yet) proven, Bonnie Steinbock argues that the experience
with Oregon'’s Death with Dignity Act fails to demonstrate
that the benefits of legalising physician assisted suicide
outweigh its risks. Given that her verdict is based on a
small number of highly controversial cases that will most
likely occur under any regime of legally implemented
safeguards, she renders it virtually impossible to prove the
case for physician assisted suicide. In this brief paper, we
suggest some ways that may enable us to weigh the risks
and benefits of legalisation more fairly and, hopefully,
allow us to close the case for physician assisted suicide.
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n November 8, 1994, the US state of
OOregon passed the Death With Dignity

Act permitting physician assisted suicide.
Because of a legal injunction, implementation of
the act was delayed by almost three years. After
multiple legal proceedings, including a petition
that was denied by the United States Supreme
Court, the Ninth Circuit Court of Appeals finally
lifted the injunction on October 27, 1997. Ever
since, Oregon has been the only state in the US
where physician assisted suicide (PAS) is a legal
medical option.

The Death With Dignity Act (DWDA) allows
mentally competent, terminally ill patients who
are over 18 years of age and residents of the state
of Oregon to obtain a prescription for a lethal
dosage of medication to end their own life in case
their suffering becomes unbearable. Patients
eligible for the act must make one written and
two oral requests over a period of 15 days. The
prescribing physician and a consulting physician
have to confirm the diagnosis and the prognosis.
If either doctor believes the patient’s mental
competence is impaired, he must be referred for a
psychiatric or psychological evaluation. The
prescribing physician is required to inform the
patient of potential alternatives to PAS, such as
comfort care, hospice care, and pain control.'

Between 1997 and 2004, 208 individuals died
under the provisions of the DWDA. In 1998, 16
Oregonians used PAS, followed by 27 in 1999, 27
in 2000, 21 in 2001, 38 in 2002, 42 in 2003, and
37 in 2004. Thus, PAS accounts for only one in
1,000 deaths among Oregonians. Interestingly,
about 36 per cent of patients who obtained a
lethal dose of barbiturates from a doctor never
used it, suggesting that all these patients sought
was control over the manner and timing of their

deaths. As Timothy E Quill recently put it:
“Perhaps the knowledge that they could end
their life if they so desired makes them feel less
trapped—and therefore freer to keep going”.’

The most frequently reported reasons for
choosing PAS under the DWDA are “loss of
autonomy”” (87%), “loss of dignity” (80%), and
“loss of the ability to enjoy the activities that
make life worth living” (84%). Concerns about
being a “burden on family and friends” (36%),
“fear of excruciating pain” (22%), and financial
problems (3%) are surprisingly low. Of the 208
patients, 196 died at home; only one died in an
acute care hospital.

Opponents of the act predicted that the
patients most likely to avail themselves of PAS
would be the poor, the ill educated, and the
uninsured who are without access to adequate
hospice care.’ According to the Oregon
Department of Human Services, however, which
monitors compliance with the DWDA, the over-
whelming majority of patients seeking physician
assisted suicide are financially well off, highly
educated, and have health insurance. On aver-
age, 86 per cent of patients using the act are
enrolled in hospice care. As a matter of fact, it
seems that the legal option of PAS may actually
have contributed to the improvement of end of
life and hospice care in Oregon. As the Oregon
Department of Human Services points out:

While it may be common for patients with a
terminal illness to consider physician assisted
suicide, a request for a prescription can be an
opportunity for a medical provider to explore
with patients their fears and wishes around
end of life care, and to make patients aware
of other options. Often once the provider has
addressed patients’ concerns, they may
choose not to pursue physician assisted
suicide. The availability of assisted suicide
as an option in Oregon also may have
spurred Oregon doctors to address other
end of life care options more effectively. In
one study Oregon physicians reported that,
since the passage of the Death with Dignity
Act in 1997, they had made efforts to
improve their knowledge of the use of pain
medications in the terminally ill, to improve
their recognition of psychiatric disorders such

Abbreviations: PAS, physician assisted suicide; DWDA,
Death with Dignity Act; FLSMT, forgoing of life-sustaining
medical treatment; WTWER, withholding or withdrawing
of life sustaining medical treatment without the patient’s
explicit request; VAE, voluntary active euthanasia
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as depression, and to refer patients more Frequenﬂy to
hospice.*

Although Bonnie Steinbock concedes that the dire predic-
tions of a wholesale abuse of Oregon’s DWDA have clearly
been proven wrong, she remains sceptical as to whether aid
in dying really justifies a sea change in medicine and law. In
her paper, The case for physician assisted suicide: not (yet) proven,
she concludes: “I am not suggesting that the Oregon law
should be repealed. [...] My point is rather that before the
rest of us climb on the PAS bandwagon, there are many
crucial issues to be hammered out. The discussion should
continue. At present, the case for legalising PAS seems to me
to be still—in the words of the Scottish verdict—not
proven.’”

The famous Scottish verdict “not proven” is usually taken
to imply a strong suspicion of guilt, in the absence of
sufficient evidence to convict. So what is Oregon’s seemingly
successful practice of PAS ““guilty” of? Or, to rephrase the
question, why does Steinbock, as she herself puts it, “remain
conflicted””? Apparently, for two reasons. First, partisanship
on the issue of PAS makes it extremely difficult to assess the
Oregon data objectively. Proponents of PAS interpret the
statistics in a strikingly different way from its opponents.
And second, there have been several reports about abuses of
the Oregon DWDA, suggesting that the existing safeguards
do not work. These cases of alleged abuse involve patients
who might have been mentally incompetent or clinically
depressed. In one of these cases—for example, the one
usually referred to as ““Helen’s case”’—a woman in her mid-
eighties with breast cancer had been diagnosed with
depression by an internist, but as competent by a psychiatrist.
Four additional doctors who were also involved in her
terminal care agreed with the psychiatrist and “considered
her psychologically healthy and competent to make medical
decisions for herself”.® So had the internist’s diagnosis of
depression consciously and deliberately been ignored, as
opponents of Oregon’s legislation claim? We do not want to
get into this debate. Let it suffice to say that the mere fact
that most of the allegations of abuse come from the author of
Forced Exit: The Slippery Slope from Assisted Suicide to Legalized
Murder,” should at least make us pause.” What is more, when
the British House of Lords visited the State of Oregon to
inquire about the reliability of the reporting system and the
practicality of the legal safeguards, even the entirely
unsuspicious executive director of the Oregon Hospice
Association, Ann Jackson, stated: ““Oregon is a very, very
small state and we have hospices all over, and they have big
mouths! I think if there were any abuses in the law, we
would hear of it.””*

Although we agree with most of Steinbock’s excellent
paper, her overly cautious, if not outright disheartening
conclusion calls for five critical comments. First, her
reference to the old Scottish verdict and her recommendation
to other US states not to climb on the PAS bandwagon imply
that ““there is something rotten in the state of Oregon”. More
specifically, it tacitly assumes that the legalisation of PAS
may have put the terminally ill at greater risk. What makes
her think, however, that this is really the case? Most likely,
the highly controversial claims that there have been a
number of abuses in Oregon. Yet even if these allegations
were true, we are simply in no position to make the claim
that the terminally ill have become more vulnerable since the
legalisation of PAS. To demonstrate that, we would need to
have at least two sets of empirical data: data collected before
and data collected affer the passage of the DWDA. Only then
would we be in the position to determine whether the
terminally ill have become more or less vulnerable. Given
that there are no data on the incidence of abuse prior to the
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legalisation of PAS, we simply cannot claim that the
terminally ill are now at a greater risk.’

Second, given that her advice that other US states should
wait for some more years before jumping on the PAS
bandwagon is solely based on the highly controversial claims
of abuse, it is simply unwarranted. Does she really believe
that waiting for, say, another seven years will actually resolve
the controversy over Oregon’s DWDA? That is highly
unlikely! There will always be claims of abuse. If no one
else will, Wesley J Smith will make sure of it.” Thus, if other
US states that are currently considering legalisation of PAS,
such as Vermont and California, were to follow her advice,
they would, in all likelihood, never get a chance to pass their
own version of a DWDA. Personally, we hope that Vermont
and California will follow Oregon’s lead. These states might,
however, indeed be well advised to implement some
additional legal safeguards, such as a mandatory assessment
by psychiatrists for all patients seeking PAS. Implementing
more stringent safeguards will by no means guarantee that
there will not be any claims of abuse, but it may at least
reduce the number of wrongful allegations.

Third, by relying on dubious claims of abuse and by
attempting to dissuade other US states from following
Oregon’s lead, Steinbock makes it virtually impossible to
prove the case for PAS. If controversial cases are considered
as evidence against the practicality of PAS, and if other states
are not permitted to enact their own DWDA, how can she
possibly expect an “American verdict” on the case of PAS?

Fourth, Steinbock appears to be inconsistent in applying
her own approach. At the outset, she emphasises that policy
decisions ‘““should not be based solely on individual cases,
heart wrenching though these may be”. Yet her entire
argument is based on two “individual cases”, in which abuse
might have occurred! As already mentioned, there is ample
reason to doubt that the cases Steinbock highlights did
involve any abuses. We do not deny, however, that abuses
may, indeed very likely will, occur. No system is foolproof and
no legislation without risk. It is, of course, a tragedy if
someone capable and desirous of enjoying life meets an
untimely death as a result of abuse of PAS legislation, in
Oregon or elsewhere; but discovery of such cases would not
serve to demonstrate that the legislation is flawed. Abuses
will occur under any legislative regime, whether PAS is
permitted or not. Steinbock asks us to assess the need for and
the risks of PAS. We endorse her call. She, however, has not
done this. Which brings us directly to our fifth and final
critical comment on her paper.

Although Steinbock adopts a consequentialist approach
and suggests that ““we need to assess the need for PAS, and
weigh this against the risks of mistake and abuse”, she does
not give us any indication as to how we are supposed to
balance the two. Suppose, for the sake of the argument, that
the opponents of PAS are right and that there have indeed
been several cases of abuse of Oregon’s DWDA. Let us say
that among the 208 cases of PAS there have been five such
cases. Would these five cases outweigh the remaining 203
cases? If not, how about 10 such cases? 15? 20? How many
cases of abuse ought to be tolerated before we can say with
certainty that the risks of PAS outweigh the need for PAS?
Unfortunately, we are not told.

At least in theory, the answer to the question of how many
abuses can be tolerated could go like this: we should tolerate
the same level of abuse in PAS that we tolerate in forgoing
life sustaining medical treatment (FLSMT). Although it is
often ignored, FLSMT is as prone to abuse as PAS. Just as the
poor, the elderly, the disabled, and the clinically depressed
can be subtly pressured into PAS, so they can be subtly
pressured into FLSMT. And just as physicians concerned
about the costs of medical treatment can subtly pressure
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How can the case for physician assisted suicide be proven?

patients into requesting PAS, they can subtly pressure
patients into requesting FLSMT." As far as we can see, there
is simply no justification for treating the risks of FLSMT any
differently from the risks of PAS. After all, in PAS as well as
in FLSMT, the result is a non-voluntary death.

Unfortunately, treating the risks of PAS and FLSMT alike is
casier said than done. In order to tolerate the same level of
abuse in PAS as in FLSMT, we would need to have reliable
data on the number of abuses occurring in the context of
FLSMT. We do not, however, have any such data. Also,
establishing the number of deaths resulting from subtle
pressures to forgo life sustaining medical treatment, it seems,
is simply impossible.

A more practical way to determine an acceptable level of
risk in physician assisted suicide is by relying on comparisons
of the incidence of withdrawing or withholding life sustain-
ing medical treatment without the patient’s explicit request
(WTWER). Although no one fails to mention the notorious
“1,000” cases of life terminating acts without explicit request
found in the Netherlands," hardly anyone acknowledges the
existence of the same practice in other countries. A US study
conducted in 1998 found—for example, ““that in 15.3 per cent
of cases, the patients were not involved in the [end of life]
decision but families wanted the patients’ lives ended. This
lack of involvement even occurred in cases where the patients
were conscious and could have participated in the decision.”"?
Similarly, an Australian survey conducted in 1997 ‘“revealed
that in more than 20 per cent of cases Australian doctors
hastened their patients’ death by withdrawing treatment
without an explicit request”.” In Italy and Sweden, “more
than 50% of all end of life decisions, whether for competent
or incompetent patients, were discussed with neither the
patient nor with relatives”."

A recent study comparing end of life decision making in six
European countries—Belgium, Italy, Sweden, Denmark,
Switzerland, and the Netherlands—indicates that permitting
PAS or voluntary active euthanasia (VAE) may actually
decrease the number of cases in which doctors withhold or
withdraw life sustaining medical treatment without the
patient’s explicit request: “In all countries other than the
Netherlands and Switzerland, the incidence of life terminat-
ing acts without explicit request of the patient was higher
than the incidence of physician assisted suicide and
voluntary euthanasia on request of the patient. Perhaps an
open debate and a tolerant policy are not that bad after all.”"

Although we do not have comparable data for Oregon, it is
not unreasonable to assume that legalisation of PAS may
have appreciably reduced the number of doctor’s decisions to
WTWER. If so, we certainly have to take this into account
when balancing the benefits and risks of legalising PAS.
Given that a statistically significant reduction in the number
of WIWER might very well tip the scales, we should
encourage US states considering legalisation of PAS to
conduct surveys measuring the current incidence of
WTWER. This way, we can reliably determine whether the
legalisation of PAS has or has not reduced the incidence of
WTWER.

Let us conclude by advancing some additional suggestions
as to how the case for PAS might possibly be proven. As
already indicated, assessing PAS is a comparative matter: we
need to know what potential there is for abuses under a
particular legislative regime, as compared, not only to other
legislative regimes that permit PAS, but also to others that
ban it. All means of regulating end of life medical treatment
have their risks of abuse. Doctors may collude with one
another, or maverick doctors may act alone; incompetent
patients may pass for competent, and relatives and others
might attempt to coerce patients into a premature death. We
know that PAS occurs even in jurisdictions that forbid it, but
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we have little idea of how often it is abused (indeed, how
often involuntary euthanasia, or murder disguised as PAS or
involuntary euthanasia occurs). Since we do not have these
comparative statistics—they are, by their nature, difficult to
gather—we are not in a position to assess the risks of PAS.
Nor are we in a position to assess the risks of nof having PAS.
We note, however, that it is at least possible that legalising
PAS reduces the number of abuses, for several reasons:
because patients are able to remain rational longer when they
do not fear losing control over the timing and manner of their
death (recall that more patients request and receive lethal
barbiturates than actually use them); because the stricter
oversight reduces the potential for abuses, and because
doctors respond to requests for PAS by improving end of life
care.

Thus, answering Steinbock’s call for an assessment of the
risks of PAS requires more data than we have. Moreover,
even if we are able to gather the relevant data, there remains
hard conceptual work to do, in weighing the risks against the
benefits of the legalisation. How do we go about assessing the
risks? What weight are we to place on the loss of hours, days
or weeks of life, when we are talking about the life of an
incompetent, perhaps delirious, patient who is suffering from
pain or depression (all of which are sufficient to make PAS
illegal)? This is an extremely difficult question; we note here
only that anyone who believes that it is appropriate to take
quality adjusted life years into consideration in making
decisions about medical treatment seems committed to
thinking that these kinds of factors do make a difference
here. Against the loss of lives, we need to weigh the benefits
gained by PAS, measured in peace of mind, enhancement of
autonomy, and forgone pain and suffering. Once again, we
have little idea how to quantify these things. Yet assessing
the risks and benefits of PAS requires that we have answers
to these questions.

Steinbock is right to hold that attention to heart wrenching
cases is not sufficient to make the case for PAS. Yet she does
not provide us with any suggestions for proceeding. Here we
have provided a few such suggestions. Assessing PAS
requires a great deal of work, both empirical and conceptual.
In the meantime, we have no evidence at all that it is riskier
to permit PAS than to forbid it.

Authors’ affiliations

E Dahl, Center for Bioethics and Humanities, State University of New
York, New York, USA

N Levy, Centre for Applied Philosophy and Public Ethics, University of
Melbourne, Melbourne, Victoria, Australia

REFERENCES

1 Oregon Department of Human Services. Seventh annual report on Oregon’s
Death With Dignity Act. Portland, OR: Oregon Department of Human
Services, 2005.

Quill TE. The million dollar question. N Engl J Med 2005,352:1632.

Smith W). Forced exit: the slippery slope from assisted suicide to legalized
murder. New York: Spence, 2003.

4 Ganzini L, Nelson HD, Lee MA, et al. Oregon physician attitudes about and
experiences with end of life care since the passage of the Death With Dignity
Act. JAMA 2001,285:2363-9.

5 Steinbock B. The case for physician assisted suicide: not (yet) proven. J Med
Ethics 2005;31:235-41.

6 Goodwin P. The distortion of cases in Oregon. In: Quill TE, Battin MP, eds.
Physician assisted dying: the case for palliative care & patient choice.
Baltimore: Johns Hopkins University Press, 2005:184-9.

7 Smith WJ. The Oregon tall tale: the creepy underside of legal assisted suicide.
The Weekly Standard, 2004 May 17. http://www.weeklystandard.com/
Content/Protected/Areticles/000/000/004/07 3micwx.asp (accessed 31
Dec 2005).

8 House of Lords. Assisted Dying for the Terminally Ill Bill, vol I: report. London:
The Stationery Office, 2005:56.

9 Kuhse H, Singer P. Active voluntary euthanasia, morality and the law. J Law
Med 1995;3:129-35.

10 Dworkin G. Physician assisted suicide and public policy. Philos Stud
1998,89:133-41.

wWN

www.jmedethics.com

‘saifojouyoal Jejiwis pue ‘Buiuresy |v ‘Buluiw elep pue 1xa1 01 pale|al sasn 1o Buipnjoul ‘1ybliAdod Aq paloalold
"A1noed [edlpsN pug AlsIaAlun sateyd e 9z0z ‘LT YoJe\ uo jwod fwgawly:dny woly papeojumod ‘9002 AeN 92 UO $982T0'S00Z dWl/9eTT 0T sk paystignd 1s11) :S21Y13 paN


http://jme.bmj.com/

338

11 Onwuteaka-Philipsen BD, van der Heide A, Koper D, et al. Euthanasia and
other end of life decisions in the Netherlands in 1990, 1995, and 2001.
Lancet 2003;362:395-9.

12 Emanuel EJ, Daniels ER, Fairclough DL, et al. The practice of euthanasia and

physician assisted suicide in the United States. JAMA 1998,;280:507-513.

Ku{ue H, Singer P, Baume P, et al. End of life decisions in Australian medical

practice. Med J Aust 1997;166:191-6.

www.jmedethics.com

Dahl, Levy

14 Van der Heide A, Deliens L, Faisst K, et al. End of life decision
making in six European countries: descriptive study. Lancet
2003;362:345-350.

15 Van Delden JM, Visser JF, Borst-Eilers E, et al. Thirty years’ experience with
euthanasia in the Netherlands. In: Quill TE, Battin MP, eds. Physician assisted
dying: the case for palliative care & patient choice. Baltimore: Johns Hopkins

University Press, 2005:202-16.

‘saifojouyoal Jejiwis pue ‘Buiuresy |v ‘Buluiw elep pue 1xa1 01 pale|al sasn 1o Buipnjoul ‘1ybliAdod Aq paloalold
"AlInoed [edIpalN puz ANISIBAIUN S3|leyd 18 9202 ‘LT YoJelN uo jwod fwa awl/:dny wolj papeojumod "9002 ABIN 92 UO $982T0°S002 dWI/9eTT 0T Se pays!ignd 1si1) :S21Y13 paiN


http://jme.bmj.com/

ORIGINAL INVESTIGATION

Clinician-Patient Interactions About Requests
for Physician-Assisted Suicide

A Patient and Family View

Anthony L. Back, MD; Helene Starks, MPH; Clarissa Hsu, PhD; Judith R. Gordon, PhD;

Ashok Bharucha, MD; Robert A. Pearlman, MD, MPH

Background: Responding effectively to a patient re-
quest for physician-assisted suicide (PAS) is an impor-
tant clinical skill that involves careful evaluation. Clini-
cian responses to PAS requests, however, have only been
described using data obtained from clinicians.

Objective: To describe qualities of clinician-patient in-
teractions about requests for PAS that were valued by pa-
tients and their family members.

Participants and Methods: Intensive qualitative
case study involving multiple longitudinal interviews
conducted prospectively with patients pursuing PAS and
with their family members and retrospectively with fam-
ily members of deceased patients who seriously pursued
PAS. The study setting was community based. Partici-
pants were recruited through patient advocacy organiza-
tions, hospices, and grief counselors. A total of 35 cases
were studied: 12 were prospective and 23 were retro-
spective. Study procedures involved semistructured
interviews that were audiotaped, transcribed, reviewed,

and analyzed by a multidisciplinary research team.

Results: Three themes were identified that describe quali-
ties of clinician-patient interactions that were valued by
patients and family members: (1) openness to discus-
sions about PAS; (2) clinician expertise in dealing with
the dying process; and (3) maintenance of a therapeutic
clinician-patient relationship, even when clinician and
patient disagree about PAS.

Conclusions: These patient and family accounts reveal
missed opportunities for clinicians to engage in thera-
peutic relationships, including discussions about PAS, dy-
ing, and end-of-life care. Clinicians responding to pa-
tients requesting PAS need communication skills enabling
them to discuss PAS and dying openly, as well as exper-
tise in setting reasonable expectations, individualizing pain
control, and providing accurate information about the
lethal potential of medications.
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OR PHYSICIANS and other cli-

nicians who care for pa-

tients with life-threatening

illnesses, responding to a pa-

tient’s request for physician-
assisted suicide (PAS) is an important clini-
cal skill. Although Oregon is the only state
to have legalized PAS, patients in every
state report that they think about PAS, and
physicians in every state discuss PAS.! In
a national survey involving 988 termi-
nally ill patients, 60% of patients sup-
ported PAS in a hypothetical situation, and
10% had seriously considered PAS for
themselves.? In physician surveys, 18% to
24% of primary care physicians and 46%
to 57% of oncologists stated that they have
received a request for PAS.>”

When a patient asks for PAS, how
should a clinician respond? Experts agree
that an initial clinical response should in-
clude the following: the clinician should ask
why the patient is interested in PAS, ex-

plore the meanings underlying the re-
quest, assess whether palliative care is ad-
equate (especially in addressing depression),
and revise the care plan to respond to the
patient’s concerns.®!! Since PAS requests
may not persist, these initial clinical re-
sponses are extremely important. Beyond
the initial response, however, there is con-
troversy about whether clinicians should
disclose their own moral beliefs about PAS,
offer sedation for refractory symptoms or in-
tolerable suffering, or provide a prescrip-
tion for PAS in a state where it is illegal 1*'1

Although expert recommendations
for responding to PAS requests presume
that clinicians possess communication
skills and palliative care expertise, little em-
pirical research has been conducted to
identify exactly what skills and expertise
are required.”! Previous surveys of phy-
sicians suggest that the most prominent
concerns for patients considering PAS are
nonphysical concerns about dying, such
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PARTICIPANTS AND METHODS

DESIGN

A qualitative design was chosen for this study because of
the lack of empirical data describing how clinicians re-
spond to requests for PAS. We used semistructured inter-
views to yield data that we analyzed and developed into a
description of important qualities of clinician-patient com-
munication about PAS from the perspectives of patients and
their family members.

SAMPLE

The sampling frame for this study included patients and
family members who were actively seeking information and
access to PAS because we wanted to describe the process
of planning and implementing PAS. This sample includes
a self-selected group of patients and family members who
sought out advocacy organizations that specifically help pa-
tients organize a PAS. Therefore, the sample is limited to
those patients and their families who were engaged in as-
sessing PAS as a concrete option for determining the tim-
ing and circumstances of their death.

We focused on 2 groups of participants: (1) a pro-
spective cohort of patients who were currently pursuing
PAS (and their family members); and (2) a retrospective
cohort of family members who had been involved with a
patient pursuing PAS. Based on other qualitative studies,
we estimated that about 30 families would provide enough
data such that additional data would fail to contribute fur-
ther to explaining the phenomena being studied, a condi-
tion called theoretical saturation. Our sample size of 35 fami-
lies was not intended to be a comprehensive view of all
patients seeking PAS, but it was adequate to describe this
particular group of patients and family members. Thirty of
the 35 cases occurred in a state where PAS is illegal.

PARTICIPANT RECRUITMENT
AND INFORMED CONSENT

We asked intermediate sources such as patient advocacy
organizations that counsel persons interested in PAS, hos-
pices, and grief counselors to introduce our study to
potential participants. Our intermediate sources gave
detailed written information statements describing the
study to prospective patients with life-threatening illnesses
(and their family members) who expressed a serious inter-
est in PAS and were attempting to obtain medications for
PAS. Our definition of family member included unmarried
partners and close friends. We also asked our sources to
mail information statements to family members who had
been involved in PAS. These information statements asked
potential participants to call our office if they wished to
participate or ask questions about the study. One investi-
gator (H.S.) spoke with each potential participant to
explain study procedures, answer questions, obtain verbal

informed consent, enroll participants, and collect demo-
graphic data.

To protect the confidentiality of our participants, no
written consent forms or any other forms with identifying
data were maintained by the investigators. The detailed in-
formation statements described the purpose of the study,
interview procedures, and participants’ right to refuse to
answer questions or to withdraw from the study at any time.
Prospective patients had to have an ongoing relationship
with a case manager and medical care providers to be eli-
gible for the study. Subjects in the prospective cohort were
informed verbally and in the written information state-
ment that if interviewers identified a serious medical or psy-
chiatric issue that was not being addressed, or if a psychi-
atric issue was causing decisional incapacity, investigators
would inform the patient’s case manager and we would dis-
continue interviews with the patient and his or her family.
These issues were discussed with participants in detail, and
informed consent was obtained verbally before each inter-
view. Also, the interview guide for prospective patients con-
tained a statement assuring patients that we were inter-
ested in their concerns and decision-making processes and
would continue to follow them regardless of whether or
not they ultimately decided to pursue PAS. Study proce-
dures were reviewed and approved by the Institutional Re-
view Board of the University of Washington, Seattle.

DATA COLLECTION

We conducted multiple qualitative, semistructured inter-
views with patients and family members. Five investiga-
tors conducted interviews, and the same investigator in-
terviewed all participating members of a family. The
prospective cases included interviews with 12 patients and
20 family members. The retrospective cases included in-
terviews with 28 family members concerning 23 patients.
In total, we conducted 159 interviews with 60 partici-
pants about 35 families (12 prospective and 23 retrospec-
tive), resulting in 3613 pages of transcripts. The interview
guide included questions about (1) patient and family in-
teractions with health care providers regarding PAS re-
quests, (2) how these requests were evaluated, and (3) the
provider’s involvement with PAS implementation. We asked
participants to provide details about the manner of death
and any complications of a PAS attempt. We also asked fam-
ily members to describe their personal reactions to the PAS
request and subsequent events. Other topics were covered
but are not included in this analysis.

CODING AND ANALYTIC METHODS

All interviews were audiotaped and transcribed, with iden-
tifying data deleted. Each case was discussed at weekly meet-
ings by the multidisciplinary research team, representing
medical oncology, palliative care, health services, psychol-
ogy, anthropology, psychiatry, geriatrics, and bioethics. The
analytic approach was based on grounded theory, which
involves open coding (a process of examining, compar-

as loss of control and loss of dignity.>'° Yet a qualitative
study of physicians who dealt with PAS requests indi-
cated that physicians felt least competent in addressing
existential suffering.'” Judging by these studies in the
medical literature and anecdotes in the lay press,'® it

appears that the nonphysical concerns about dying that
prompt patients to consider PAS are issues that many phy-
sicians feel poorly equipped to address.

We conducted an intensive qualitative interview
study with patients who seriously pursued PAS and with
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ing, conceptualizing, and categorizing data), followed
by axial coding (a process of reassembling data into
groupings based on relationships discovered in the data)
and, finally, selective coding (a process of identifying
and describing central phenomena in the data).

We coded patients’ and family members’ first-
hand accounts of interactions with clinicians, and did
not code hearsay accounts. Examples of primary codes
include “reasons for pursuing PAS,” “interactions with
health care providers,” and “planning for death.” The
interviewer and another investigator independently
coded all transcripts, compared coding, and resolved dis-
agreements in coding. Significant coding discrepan-
cies were discussed at the weekly team meeting.

Axial coding involved all sections of transcripts as-
signed the primary code “interactions with health care
providers” for the analysis presented here. Two inves-
tigators (A.L.B. and H.S.) developed secondary codes
that classified clinician-patient interactions. The in-
tent of the secondary coding was to characterize clinician-
patient communication about PAS, non-PAS end-of-
life issues, and palliative care. Secondary codes were used
to classify subject perceptions of PAS conversations; cli-
nician knowledge, attitudes, and skills; and clinician-
patient relationship issues. Examples of secondary codes
include “explicit PAS discussion,” “clinician willing-
ness to discuss dying,” and “clinician empathy.” The sec-
ondary codes were refined through review with the mul-
tidisciplinary research team. At this stage, participants’
statements about what they valued in their clinician’s
response to a PAS request, or what they wanted but did
not get in their clinician’s response to a PAS request,
emerged as central issues.

Finally, in selective coding, the key phenomena
that related to the issue of how patients and family
members wanted clinicians to respond to PAS requests
were identified. Our analysis at this step differs from
some other grounded-theory studies in that we did not
attempt to build a completely new theory of clinician-
patient communication. Rather, we focused on patient
and family perceptions of clinician-patient communi-
cation in order to describe key attributes of communi-
cation about PAS. The 3 major themes we report are
the products of this analysis. These themes were
shared among patients and family members and did
not differ between prospective and retrospective sub-
jects.

To enhance trustworthiness, each step of the analy-
sis was reviewed in weekly investigator meetings to en-
sure that the analysis was anchored to specific identi-
fiable data from transcripts. ATLAS.ti software was used
to facilitate data management and analysis.*' The themes
from this analysis were presented at a meeting of our
patient advocacy intermediate sources (a group that in-
cludes clinicians, advocates, and family members), and
we received verbal and written feedback confirming the
validity of our analysis. No major changes were made
as a result of this presentation.

their family members. The primary study objectives were
to describe the reasons that the patient was pursuing PAS,
the narrative of events leading to death, and interac-
tions with physicians and other clinicians. This article
reports our findings about interactions with clinicians.

We asked our participants to describe their conversa-
tions with their physicians and other medical clinicians
about PAS. From these data, we identified themes that
describe qualities of clinician-patient interactions about
PAS that patients and family members valued. In describ-
ing what patients and family members valued when dis-
cussing PAS, we hope to provide guidance for clinicians
faced with these difficult conversations, regardless of their
willingness to provide PAS or its legal status.

B RESULTS

PARTICIPANT CHARACTERISTICS

We studied 35 cases of patients who pursued PAS and
their family members. Table 1 and Table 2 give the
characteristics of the participants. Table 1 also lists the
manner of death and where the patients obtained their
lethal prescription. For the prospective cohort, the mean
time between the first interview with patients and death
was 10.6 months (range, 0.1-30.6 months). For the ret-
rospective cohort, the mean time between the patient’s
death and the first interview with a family member was
20.2 months (range, 2.4-49.5 months).

THEMES

Most patients and family members could recall the PAS
discussions with their clinicians in substantial detail. Their
first-hand accounts of clinician interactions regarding a
PAS request provide important data about their percep-
tions of clinical care related to PAS. The themes sum-
marize what patient and family members valued in com-
municating with clinicians about PAS.

Openness to Discussion About PAS

Patients and family members highly valued clinicians who
were willing and open to discussing PAS. When they en-
countered a clinician who was willing to discuss PAS, they
felt able to disclose many concerns about dying. They also
felt lucky because they knew PAS was controversial. As
one family member put it, what she wanted was “an-
other sane adult” who could “talk in terms . . . that re-
move the taboo from the process” by giving “a real, clear
picture of possible approaches without advocating [PAS].”
The following counterexample underscores the impor-
tance of clinician openness to discussion about PAS.

I know the physician that we had—the conversations were a
struggle with him because we couldn’t talk about hastening the
death. So there was, like, a part of us that we could not talk
about, which made our questions limited. So it was like we didn’t
have access to information that would have allowed our con-
versations to be more full and more fully informed.

Patients and family members attributed clinician un-
willingness to discuss PAS to a variety of reasons. Some
clinicians were unwilling to discuss PAS because it was
illegal. These clinicians behaved as if discussions of PAS
in and of themselves were illegal and dangerous. One pa-
tient observed that “all [my physicians] talk about is the
legality of it,” and another concluded that clinicians “have
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Table 1. Patient Characteristics
Prospective  Retrospective Total
Cases Cases Patients
Characteristic (n=12) (n=23) (N =35)
Age, mean (SD) 72 (10) [60-89] 66 (19) [33-99] 68 (16) [33-99]
[range], y
Female 6 11 17
White 12 23 35
Marital status
Married or living 4 14 18
with partner
Divorced or 1 4 5
separated
Widowed 5 4 9
Never married 2 1 3
Education
High school or less 1 & 4
Some college 6 5 11
Bachelor’s degree 4 3 7
Graduate degree 1 5 6
Unknown 0 7 7
Underlying iliness
Cancer 8 14 22
AIDS 1 4 5
Neurologic 1 4 5
Othert 2 1 3
Received hospice 7 18 25
and/or home
health care
Manner of death
Physician-assisted 5 13 18
suicidet
Euthanasia§ 2 5 7
Underlying iliness 4 4 8
Self-inflicted 0 1 1
gunshot wound
Still alive at the 1 0 1
end of the study
Source of lethal prescription
Primary or specialty 6 13 19
care provider
Friends or 3 6 9
acquaintances
Did not obtain 2 4 6
medications
Declined to report 0 1 1
Health insurance
HMO (includes 2 9 11
Veterans Affairs)
Fee for service 3 8 11
Medicaid only 0 & 3
Medicare + 5 2 7
supplemental
Medicare + 2 1 3
Medicaid

*Data are given as number of patients, except for age. Data for prospective
cases are reported from 12 patients and 20 of their family members; data for
retrospective cases are reported about 23 patients by 28 of their family
members. AIDS indicates acquired immunodeficiency syndrome; HMO, health
maintenance organization.

10ther includes the following diagnoses: autoimmune disease, bronchiolitis
obliterans, and debilitating unexplained pain syndrome.

fDeath by physician-assisted suicide included patients who had medications
that they voluntarily ingested with the primary intention of ending their lives.

§Death by euthanasia included patients who asked clinicans or family
members to administer a lethal dose of medication with the primary intent of
causing death. Patients who died by euthanasia either were competent at the
time of death but not able to self-administer medications, or were decisionally
incapacitated but had specifically requested that medications be administered if
they lost decisional capacity.

Table 2. Family Member Characteristics*

Family Family
Members of Members of Total
Prospective Retrospective ~ Family
Cases Cases Members

Characteristic (n=20) (n=28) (N = 48)
Family members interviewed 1.7 (1-4) 1.2 (1-3) 1.4 (1-4)

per case, mean (range)
Relationship to patient

Spouse or partner 5 10 15

Daughter 5 10 15

Son 6 2 8

Other in-law 1 3 4

Friend 3 3 6
Age, mean (range), y 51(31-82)  52(29-74)  51(29-82)
Female sex 11 17 28
White race 20 27 47
Education

High school or less 3 0 3

Some college 5 & 8

Bachelor’s degree 5 4 9

Graduate degree 6 15 21

Unknown 1 6 7

*Data are given as number of members, except for age.

to hide their feelings about [PAS], so as not to jeopardize
their careers.” In other cases, patients and family mem-
bers reported that the topic of PAS provoked a strong emo-
tional response from clinicians that made further conver-
sation awkward. For example, one family member
described a neurologist who was “so adamant that PAS was
a terrible thing and the wrong thing to do . . . it was kind
of awful.” Another subject described a physician’s reac-
tion to a PAS request as “protective [of himself] . . . not
at all sympathetic or comforting.” One patient described
how she could detect that her oncologist became “really
uncomfortable” talking about PAS or “anything” about dy-
ing, and she changed the subject for him. She said, “I
learned that he’s a baseball fan and much more comfort-
able if I change the topic to baseball. . . . It's awful when
you have to try to make them feel comfortable, but that’s
the way it is.” Other clinicians seemed to want to main-
tain a biomedical focus. One family member said, “They
won't talk to you about [PAS] even as a possibility. It’s like,
‘1 know that happens, but—what about let’s do the che-
motherapy.”

The value of clinician openness to discussing PAS went
beyond this topic alone. Patients felt that a clinician will-
ing to talk about PAS might also be willing to discuss other
worries, fears, and vulnerabilities about illness and dy-
ing. As one patient said, “Everything was laid out on the
table. Oh, you bet, yeah. Because he can’t help you—
nobody can help you if they don’t know what's going on
in your life.” In a different case, a family member de-
scribed how her father’s relationship with the case-
worker from an advocacy organization provided a differ-
ent dimension of care than he received from his oncologist.
The family member said, “It provided a place where he
could talk about his illness. He didn’t talk about hasten-
ing his death [because he was prepared and did not think
it was time]. He’s just describing to them what'’s going on
with him and so on. Butit’s good to have a place like that.”
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Thus, patients may use talking about PAS as a gateway to
talk about dying.

It’s not that she [my friend, the patient] doesn’t want to [talk
about dying]; that’s the sad thing. She’s sitting here holding all
of this stuff in, and to me the most important events in your
life are your transitions, your birth and your death . . . the be-
ginning and the end of this physical existence. But you can’t
talk to your doctor about it without them getting all weird,
[thinking] that you're suicidal or something.

This patient, during her own interview, wept as she de-
scribed her frustration trying to talk to one of her doc-
tors. She said, “You're trying to get a doctor to sit down
and listen to you . . . but they never, ever get the overall
picture.” Her clinicians’ unwillingness to discuss PAS re-
sulted in missed opportunities to connect with this pa-
tient’s deepest concerns, which included her quality of
life, her prognosis, and her suffering.

Another value of clinician openness is that it facili-
tated a complete evaluation of a PAS request. Partici-
pants described clinicians who were willing to assist pa-
tients and families but who avoided discussing PAS openly
or explicitly. In these cases, the clinicians fulfilled PAS
requests with little evaluation. One patient’s wife said,
“My husband, with the advice of a doctor friend that lives
in [another state], went to his cardiologist . . . And he told
the doctor that he needed Seconal. And this doctor has
known my husband for a long time, and all he said was,
I trust you have a good reason, and gave it to him, a pre-
scription for it.” In this case, a family member obtained
a prescription for PAS from a physician who had never
met the patient. This is an extreme case in our sample
but it is not unique. Two other patients in our study ob-
tained prescriptions without any medical evaluation. In
one of these cases, a family member found that after a
visit with the patient’s oncologist, the necessary prescrip-
tions had been tucked into her purse without her knowl-
edge. Clinicians who deal obliquely with PAS requests
may miss opportunities to fully evaluate and under-
stand the issues underlying the request.

Expertise in Dealing With the Dying Process

One important type of clinician expertise was the ability
to describe the natural history of illness and care options
in the last days of life. Patients and families were ex-
tremely sensitive to the ways in which clinicians talked—or
avoided talking—about these issues. A woman with meta-
static ovarian cancer found that she could not get infor-
mation from her oncologist about how she would die, so
she went to a medical library and read a textbook on gy-
necologic cancer. What she learned was that dying of ovar-
ian cancer was “long, protracted, not very happy . . . or-
gan failures or blockages or blood poisoning or pneumonia,
and it takes a whole combination of things to finally just
be fatal.” Although she confronted her oncologist with this
information, she left without reassurance that she could
avoid a long, agonizing death. She concluded that PAS was
probably the least worst way for her to die. In a different
case, another patient was told by his physician that in “all
the AIDS cases in the city, it was the worst thrush they’d
ever seen.” His partner reported:

Our doctor was like, you do not want to die of thrush, and then
kind of described how it would happen. Basically, he said the
thrush would grow and shut off your esophagus, so that you’d
not be able to swallow . . . [my partner] would drool con-
stantly and end up starving to death, because he wouldn’t be
able to pass any food down. The doctor said, “You don’t want
to die like that.” And that's when [my partner] decided to do a
hastened death.

The patient and his partner interpreted the physician’s
statements, which did not include a medical response to
fears of drooling and starving to death, as a tacit endorse-
ment of PAS as the best option in their circumstances.
Before this conversation, the patient was already consid-
ering PAS, but this conversation marked a turning point
in his interest.

Another valued type of clinical expertise was defin-
ing reasonable expectations about dying and then deliv-
ering the care necessary to fulfill those expectations. One
woman with lung cancer was very suspicious of doctors
and hospitals, believing that “cancer is big business.” She
declined anticancer therapies but was willing to explore
palliative care options. Her physician referred her to hos-
pice, and her experience there made her rethink her com-
mitment to PAS:

Before Thanksgiving, I went over to the hospice [an inpatient
unit] for respite care. It's a wonderful place. It's absolutely won-
derful. Unlike a hospital, you don’t see any uniforms; you are
not No. 14 or No. 12; you are a person. The only thing that
resembles a hospital is the bed and the tray table. Outside of
that, there is absolutely nothing that resembles a hospital. There
is no noise of anyone being in pain. It's wonderful; it really is.
[My] main concern is to be pain free, and they do take care of
that.

She ultimately died of progressive cancer at home with
hospice care.

Another case of a patient with advanced acquired
immunodeficiency syndrome exemplifies what can hap-
pen when clinicians overpromise a “pain-free” death:

The physician encouraged [stopping total parenteral nutri-
tion] as a nice way to go and said that that would be probably
a 3-week process, maybe 4 at the most, but probably 3. “That’s
a very pleasant way to die. It’s pain free.” ... We went in and
out of the emergency room 3 times over pain in the last 2 weeks
ofhislife . . . and he had great, agonizing, lower abdominal pain
through it all. So I felt real cheated about that. It wasn’t this
quiet, pain-free existence. . . . If you're going to make a guar-
antee that a person is really not going to be in pain, you need
to make sure that they’re not. And if you don’t think that you
can make sure, you shouldn’t promise.

When dying proved to be neither quiet nor pain free, the
patient and his partner began to plan a PAS.

A third type of expertise was individualizing pain
control to meet patient goals. In one case, the absence
of this expertise led to a death by a self-inflicted gun-
shot wound. The patient had painful bony metastases to
his spine and was “on 800 milligrams of morphine a day.
Besides all the Roxicet he could manage to keep down.”
His oncologist referred him to hospice for better pain man-
agement. However, the patient and his wife found that
their hospice providers had an agenda about pain con-
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trol that did not allow for the fact that his top priority
was to maintain a sense of control over his situation.

They put him on a morphine pump. It took him a couple of
days to adjust it, and they were extremely caring. They hov-
ered. They just about drove him up the wall. [They said,] “We’re
going to kill your pain.” Well, they killed his pain. He was un-
conscious for almost 24 hours. Flat on his back. He had not
been able to lay on his back. He was totally out of it. He got up
the next day and he said, “I feel like Ray Milland’s ‘Lost Week-
end.” [That movie was about] an alcoholic who just went
through all sorts of, just, DTs and, you know, it just—really
hell on wheels. And that’s exactly how my husband felt. He said,
“I can’t think; I can’t do this.”

The next morning, the patient fired the hospice and dis-
continued the pain regimen. “Once the hospice people
had knocked him for 1 loop, he wasn’t going to let it
happen again,” explained his wife. The following day,
the patient warned his wife not to follow him outside,
where he positioned himself out of sight and shot him-
self in the head. The hospice nurse wrote in her bereave-
ment card, “At least he got one good night’s sleep,” to
which his wife responded, “I almost went through the
ceiling.”

A final type of expertise involved clinician knowl-
edge about the lethal potential of medications. In cases
in which clinicians had this knowledge and were will-
ing to provide a prescription for PAS, patients and fami-
lies were reassured that if they ultimately decided to imple-
ment a PAS, it would be successful. As one family member
said:

The psychiatrist that [my husband] saw said that he didn’t un-
derstand why my husband needed to be in hell anymore, or
myself, and that he was seeing that a lot had been tried, and he
thought that [my husband] should be able to end his life if he
wanted. So he began describing the correct pills, and so there—
and so then when he had it, I remember there was just a
huge relief on both of our parts and deep gratefulness to that
person.

In other cases, however, patients or family members re-
ceived instructions from clinicians to increase doses of
morphine and diazepam to hasten death that proved to
be incorrect. One family member recalled how a hos-
pice nurse, with explicit instructions from the physi-
cian, taught him how to unlock an intravenous patient-
controlled analgesia device and how to administer a lethal
dose of morphine. “They told us that within 3 to 4 hours
his heart would stop and it would be over . . . Very spe-
cific. And we were never told any alternative. We were
never told it might not work. . . And of course, it didn’t
work.” After 12 hours, the patient woke up, and his part-
ner spent days frantically searching for information and
support. The patient finally came up with the idea of dis-
solving secobarbital tablets in saline and injecting them
intravenously. The family member called the physician
and hospice nurse for help, but “when I asked what went
wrong, they had no idea.” Despite these frustrations with
clinician expertise, patients and family members re-
mained genuinely appreciative of clinicians’ efforts on their
behalf.

Maintenance of a Therapeutic Patient-Clinician
Relationship, Even When Patient
and Clinician Disagree About PAS

Every patient and family member in this study recog-
nized that asking for PAS was a special request that went
beyond the usual boundaries of a clinician-patient rela-
tionship. Maintaining the clinician-patient relationship
was made possible by clinician openness to discussion
and clinician expertise. Also, it involved explicit nego-
tiation about the roles of each party in the relationship
as well as clinician self-awareness of emotional vulner-
abilities. Patients and family members were relieved and
reassured when clinicians made an explicit commit-
ment to assist with PAS in some way. However, when cli-
nicians declined to participate and were able to set clear
boundaries about their role, as in the example below, they
could still maintain an important relationship with a pa-
tient and family member.

My internist simply will not do [PAS], not just because of fear
of the law, [but] because his approach is he will not end life.
... Iadore my internist who, when he had more time, used to
make house visits to see [my late husband when he was dy-
ing| and pep him up. Wonderful. So I love this guy; I really
do, even though I disagree with him on this issue. I love him,
and I respect him as a doctor.

When patients had had meaningful relationships with
their clinicians, family members often wanted some clo-
sure with them. In our study, this occurred both when
clinicians assisted PAS in some way and when clinicians
evaluated and discussed PAS but did not assist in any way.
For example, members of one family went to the physi-
cian’s office the day after their mother’s death: “We took
some living flowers and a card and a sweater . . . [my
mother] sent him her favorite sweater; it was a men’s
sweater anyway. So we saw him, and that was our clo-
sure with him.” In another example, one patient’s phy-
sician was sympathetic to her situation, said she would
help as much as she could with maximizing comfort, but
also said that she could not provide a prescription for PAS
for legal reasons. The family obtained a prescription else-
where, and made plans for PAS, all the while maintain-
ing close contact with the physician. The family called
this physician the day after the patient died of PAS, in
part to reassure the physician that she had done a good
job. “[We] told her it went well and that she hadn’t failed.
She had cried. I mean she wanted to totally help us and
just felt her hands were tied.” Thus, the therapeutic as-
pect of a clinician-patient relationship does not rest on a
clinician’s willingness to provide a lethal prescription.

One case illustrates the importance of clinician self-
awareness of emotional needs and vulnerabilities in main-
taining a therapeutic relationship. As the family mem-
ber put it, their physician “lacked boundaries.” This
physician had an intense relationship with the patient that
included daily telephone calls and home visits, and on
the night the patient attempted PAS, the physician imple-
mented a backup plan after oral medications failed. Af-
ter the patient’s death, the family member reported that
“[the physician] would go over to the hospital to see a
patient, and she’d call me at 10 o’clock PM and say she
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wanted to come over [to our house] and sit in the room
where he died and ‘hang out.’ And I'd say no, and she’d
come over anyway.” After a couple of these incidents, the
family member wrote the physician requesting that they
have no further contact because he felt burdened by these
requests. Regardless of their own beliefs about PAS, cli-
nicians can maintain therapeutic relationships with their
patients when open communication, expertise, and ap-
propriate boundaries are present.

B COMMENT

This report describes clinician-patient interactions from
aunique set of data involving 35 patients (and their fam-
ily members) who seriously pursued PAS. The qualita-
tive methodology we used provides an in-depth, behind-
the-scenes look from the patient and family perspective
on how clinicians dealt with requests for PAS. From more
than 3600 pages of transcribed interviews, we identified
3 themes describing qualities of clinician-patient inter-
actions that patients and family members valued highly.
These themes raise important considerations for physi-
cians and other clinicians about the skills, attitudes, and
knowledge needed to handle requests for PAS.

The controversy over the morality of PAS, includ-
ing surveys of the general public,” extensive media cov-
erage of Jack Kevorkian,” the 1997 US Supreme Court
decision,'*?* and medical journals,®* has created a con-
text for discussing PAS that highlights potential conflict
between patients and clinicians. Discussions about death
and dying—even without PAS—engender intense emo-
tions in patients, family members, and clinicians.?>*" It
comes as no surprise that many clinicians would rather
avoid the topic altogether. Our finding that clinicians had
varying degrees of openness to discussion about PAS
(theme 1), and broader discussions of dying as well, leads
us to wonder whether published surveys of physicians
actually underestimate the degree to which patients wish
to talk about PAS. When physicians say that their pa-
tients never ask about PAS, it may be because they block
the discussion. Maguire®® has described how clinicians
block and avoid the concerns that patients with cancer
have about dying. Our data suggest that PAS is another
patient concern that is frequently blocked.

The medical literature on responding to PAS re-
quests acknowledges that these discussions can be un-
comfortable and awkward, characteristics that can be bar-
riers for physicians. But what has not been described in
the literature is the way that patients in our study used
discussions about PAS as a starting point for discus-
sions about dying that ranged far beyond PAS. In a medi-
cal culture that views death as a failure, dying patients
may feel as if they have failed.” Physician-assisted sui-
cide provides a different kind of end-of-life story for pa-
tients, one that emphasizes individual values and per-
sonal choice,’® and data from patients in Oregon
underscore the importance of autonomy for patients who
choose PAS.! Our data indicate that PAS can serve as the
entry point for discussions that go beyond the right to
die, to explore concerns about dying. Recognizing this
can enable clinicians to probe beyond the issue of PAS.
In addition to asking, “Why are you considering PAS?”

it might be useful to ask, “How do you want your death
to go?” or, “How do you want it to look?”

A lack of openness to discuss PAS may result in a
“don’t ask, don’t tell” policy for both patient and clini-
cian. Clinician openness may be crucial for patients to
feel comfortable in extending a PAS discussion beyond
technical medical issues, such as a lethal prescription, and
toward difficult topics such as dying and suffering, which
can constitute an unacknowledged “elephant in the
room.”?'3? The lack of communication that we ob-
served about PAS suggests that a kind of collusion may
occur that enables both patient and clinician to avoid dif-
ficult subjects, as has been described in other situa-
tions.?®3 Collusion may allow a clinician to avoid a PAS
discussion that is awkward and difficult, but at the cost
of missing an opportunity to reassure patients that their
concerns will be addressed and that they will not be aban-
doned.*** Our data suggest that the presence of collu-
sion may be a marker for inadequate clinician commu-
nication skills or clinician discomfort with dying, and may
lead to the provision of a lethal prescription for PAS with-
out patient evaluation.

Patients and family members also valued expertise in
dealing with the dying process (theme 2). The specific as-
pects of expertise that our subjects mentioned included
communication skills, setting reasonable expectations, in-
dividualizing pain control, and knowledge about the le-
thal potential of commonly used medications. The com-
bination of cognitive and affective skills encompassed in
these observations resonates with other work describing
curricular needs for clinicians in end-of-life care.’® Our work
also underscores the need for clinicians to have both spe-
cific content knowledge in discussing and managing dy-
ing and patient-centered communications skills in order
to respond to requests for PAS.>"%#

The combination of openness to discussions about
PAS and expertise in dealing with the dying process are
what make a continued clinician-patient relationship pos-
sible when a patient pursues a hastened death. Our data
suggest that even for this highly selected group, a thera-
peutic clinician-patient relationship may be as or more
important to patients and family members interested in
PAS than a lethal prescription. When the patients in this
study approached their clinicians about PAS, they were
usually looking for more than just a prescription. They
were looking for someone with whom they could build
a therapeutic alliance—a person who could act as a sound-
ing board or guide them through the dying process. Al-
though some existing guidelines for responding to PAS
requests address the request as a single event, our data
emphasize the importance of the process of responding
to a request over time in the context of a clinician-
patient relationship.

Patients and family members were mindful of the
importance of boundaries in therapeutic relationships.
Our data show how underinvolvement or overinvolve-
ment by a clinician can be problematic in dealing with
patients requesting PAS. These behaviors may reflect the
clinician’s personal emotions. Block and Billings’ and
Miles* have outlined, based on clinical experience and
a careful reading of psychological and psychiatric litera-
ture, how the personal emotions of clinicians might in-
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Table 3. Guidelines for Responding to a Patient Requesting
Physician-Assisted Suicide (PAS) Suggested by These Data

1. Address the PAS request explicitly and openly.

2. Ask about what kind of death the patient would like to have.

3. After understanding patient wishes and expectations, offer to
discuss how dying could be managed.

4. Check patient perception by asking, “What are you taking away
from our talk today?”

5. Remember that the process of building a therapeutic relationship is
more important than providing a lethal prescription.

6. Monitor yourself for underinvolvement or overinvolvement in the
clinician-patient relationship.

fluence their behavior in dealing with a patient consid-
ering PAS. For clinicians, these issues of personal emotion,
which may include self-awareness, boundaries, transfer-
ence, or countertransference, require attention because
they can facilitate or complicate the clinical relation-
ship.** Our findings reinforce other work stressing the
importance for clinicians to monitor their own feelings
and to establish boundaries in their relationships with
patients.

While the strengths of this study are in its detailed,
“thick” description of a small group of patients and fam-
ily members, it also has corresponding limitations. The
study participants were a self-selected sample of pa-
tients and their family members who were highly moti-
vated to pursue PAS, interested in telling their stories,
and physically able to search for and find people willing
to help facilitate PAS. Nearly all our participants ob-
tained access to lethal prescriptions despite the illegal-
ity. These participants may not be directly comparable
to those of other PAS studies in which the patients were
enrolled from inpatient palliative care units* or had a uni-
form medical diagnosis.*** In addition, our partici-
pants not only exhibited a desire for PAS, as has been stud-
ied in other outpatients,” but also actively made plans
and tried to implement them in order to have a has-
tened death.

Another study limitation is that we were not able
to interview the clinicians involved with our study par-
ticipants. It is possible that patients and families them-
selves contributed to the communication issues de-
scribed here. For example, patients who were secretive
about their intention to pursue PAS may not have alerted
their clinician to their need to explore a desire for PAS,
or they may have colluded with their clinician to avoid
discussing PAS.*?

Finally, the themes we report are based on patient
and family member reports of their perceptions of com-
munication rather than on transcripts or videotapes of
actual conversations. However, patient and family per-
ceptions are extremely important, and the 3 themes that
we describe articulate patient and family member con-
cerns that were present in the majority of interviews we
conducted.

Based on this study, we suggest a set of guidelines
that clinicians might use when responding to patient re-
quests for PAS (Table 3). These guidelines may also be
useful for educators who are teaching communication
skills that are relevant to end-of-life care.

B CONCLUSIONS

Responding to a patient request for PAS is an important,
and complex, clinical skill. These clinical discussions oc-
cur amid profound moral controversy, the emotions en-
gendered by death and dying, and the technical com-
plexities of contemporary medical care. Our patient and
family accounts reveal many missed opportunities for cli-
nicians to engage in therapeutic relationships involving
discussions about PAS, dying, and end-of-life care. Cli-
nicians responding to patients requesting PAS need com-
munication skills that will enable them to discuss PAS
and dying openly, an ability to talk about dying in a pa-
tient-centered way, and palliative care expertise. They also
need expertise in setting reasonable expectations, indi-
vidualizing pain control, and providing accurate infor-
mation about the lethal potential of medications.
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