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America affirm:

|, LINDA KAY GANZINI, psychiatrist of Portland. Oregon. the United States of
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Introduction

| am a Professor of Psychiatry and Medicine at the Oregon Health &
Sciences University ("OHSU"). | am a practising geriatric psychialrist,

I have previously affirmed an affidavit in this proceeding, dated 16 April
2015 ("first reply affidavit"), which is to be filed at the same time as this
affidavit. In my first reply affidavit | set out my qualifications and the
current positions | hold. | have read the Code of Conduct for Expert

Witnesses and agree to comply with it.

Purpose

The purpose of this affidavit and my first reply affidavit is to respond to
specific parts of the evidence filed on behalf of the defendant. Due to the
amount of evidence filed and the short time frame I do not reply to all of
the points made by the defendant's witnesses that fall within my area of
expertise. | have instead focused on the key points, particularly those
that discussed research that | have published. That | have not responded

to a particular point should not be taken as tacit agreement with the
evidence on my part. :

I reply, in part, to the following affidavits:

(a) affidavit of Baroness liora Finlay dated 6 May 2015;
(b) affidavit of Dr Robert George (undated);

(c) affidavit of Dr Harry Chochinov (undated);

(d) affidavit of Dr John Kleinsmann (undated):

(e) affidavit of Dr Alastair McLeod dated 11 May 2015; and
(f) affidavit of Dr Sinéad Donnelly (undated).

Vulnerable groups

At paragraphs 28 - 32 of her affidavit, Baroness Finlay comments on the
impact of physician assisted dying on vulnerable people. | address this
issue in paragraphs 7 - 17 of my first reply affidavit.

I make the following additional comments:

{a) At paragraph 30, Baroness Finlay writes that resort to physician
assisted dying is "predominantly among the "over-85s"". As
demonstrated by the Eighth Annual Report on Oregon's Death
with Dignity Act, annexed at page 1 of LKG-2, with each
successively younger group the uptake of physician assisted
dying increases. As such, increasing age is protective against
physician assisted dying. The report summarizes deaths from
physician assisted dying through 2005 (the state of Oregon
ceased to publish this comparison after 2005). See table 2 - if
the rate ratio for 85+ is 1.0, then the rate ratio is: '

R
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(i) 2.5 for persons 65-85;
(ii) 3.6 for persons 45-64; and
iii) 4.1 for persons 18-44.

(b) At paragraph 32, Baroness Finlay refers to a paper | co-
authored ("Prevalence of depression and anxiety in patients
requesting physicians’ aid in dying: cross sectional survey",
which is at page 34 of annexure LKG-1). Baroness Finlay is
mistaken in stating that "one third" of a group of 18 patients who
received a prescription for a lethal drug under DWDA had been
suffering from clinical depression. That study concluded that 3
of the 18 patients, ie 16.7%, met the criteria we used for
depression. One of the three patients received effective
treatment for depression after our survey (see page 36 of
annexure LKG-1). | refer further to the comments in paragraph
17 of my first reply affidavit.

Dr George, at paragraph 39 of his affidavit, refers to depression in
persons requesting physician assisted dying. | repeat the comments
made in paragraph 17 of my first reply affidavit.

Dr George, at paragraphs 98 - 103 of his affidavit, comments on the
impact of physician assisted dying on vulnerable people. | repeat the
comments made at paragraphs 5 and 6 above.

Dr Kleinsman, at paragraph 72 of his affidavit, refers to an increased risk
of premature death for the elderly. He also makes similar comments at
paragraphs 118 and 119. | repeat the comments at paragraphs 5 and 6
above.

Statistics as to prescriptions under DWDA

At paragraph 53 of her affidavit, Baroness Finlay states that the incidence
of legalised physician assisted dying has "increased steadily" since the
law was introduced in Oregon and that the number of persons "who
ended their lives in 2014 by ingesting legally prescribed drugs was six
and a half times the number who did so in the first year of the law's
operation”,

In reply, | refer to the statistics produced by the Oregon Public Health
Division "Oregon’s Death with Dignity Act 2014" annexed at page 25 of
LKG-2 and note:

(a) In"the first year of DWDA's operation, only 24 people received
prescriptions. On the basis of my experience at that time, there
were a number of reasons why a comparatively low number of
people received prescriptions under DWDA this first year.
Those reasons include the threat that although prescribing was
legal, the US Drug Enforcement Agency might take away the
prescribing licenses of physicians who prescribed under the law.
Until the Supreme Court's decision Gonzales v Oregon, 546
U.S. 243 (2006), doctors were understandably reluctant to
prescribe under DWDA.
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(b) The number of people who received prescriptions under DWDA
has siowly increased from .92 in 1000 deaths in 2000, to 1.47 in
1,000 deaths in 2006 to 3.1 in 1,000 deaths in 2014.

Reasons for seeking a prescription under DWDA

At paragraph 80 of his affidavit, Dr Kleinsman discusses the reasons the
terminally ill "seek to hasten death". The Oregon Public Health Division
"Oregon's Death with Dignity Act 2014", annexed at page 25 of LKG-2
contains statistics on this.

At paragraph 20 of her affidavit, Baroness Finlay also refers to those

statistics and states that "40% of PAS cases cited 'being a burden' among
the end of life concerns behind their request". :

In 2014, the following (non-exclusive) end of life concerns were given by
patients who ingested a drug prescribed under DWDA, as reported by the
Oregon Public Health Division statistics referred to by both witnesses:

(a) losing autonomy (91.4%);

(b) less able té engage in acfivities making life enjoyable (86.7%);
(c) loss of dignity (71.4%);

(d) losing control of bodily functions (49.5%);

(e} burden on family, friends/caregivers (40%):

(f) inadequaté pain control or concern about it (31.4%); and

(a) financial implications of treatment (4.8%).

| co-authored a paper "Oregonians' Reasons for Requesting Physician
Aid in Dying" Arch Inter Med 2009;169:489-492, which is not referred to
by Dr Kleinsman. It is annexed as SDM-2 to Dr Alastair McLeod's
affidavit. In that study, we concluded:

The chief reasons participants 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. Other key reasons, with median scores of at least
3.5, were having witnessed intolerable deaths, perception of

self as a burden, loss of dignity, and fear of mental confusion
in the future.

Relationship between physician assisted dying and palliative care

Dr Donnelly asserts at paragraph 57 to 69 of her affidavit that legalising

physician assisted dying and euthanasia would undermine "good
palliative care".

| co-authored a paper "Oregon hospice nurses and social workers'
assessment of physician progress in palliative care over the past 5 years"
(2003) 1 Palliative Support Care 215 annexed at page 31 of LKG-2. We
concluded that most respondents rated Oregon physicians as showing
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improvements between 1998 and 2003 in knowledge and willingness to
refer and care for hospice patients.

| co-authored a paper "Oregon Physicians' Aftitudes About and
Experiences With End-Of-Life Care Since Passage of the Oregon Death
With Dignity Act" (2001) Journal of American Medical Association 285
(18) 2363 annexed at page 37 of LKG-2. In that study, most Oregon
physicians who care for terminally ill patients reported that since 1994
they had made efforts to improve their ability to care for these patients
(with 1994 being the year the ballot initiative establishing DWDA was
passed). | note that the reported improvements in access to and delivery
of palliative care in both papers cannot necessarily be attributed to
DWDA.

| also co-authored a paper "Physicians' Experiences with the Oregon
Death With Dignity Act" (2000) The New England Medical Journal 342 (8)
557 annexed at page 45 of LKG-2. One of the conclusions we drew was
that palliative interventions lead some, but not all, patients who requested
a prescription under the DWDA to change their mind. In addition,
physicians were significantly less likely to prescribe for patients who felt
they were a burden (see table 4).

| refer to Oregon Public Health Division "Oregon's Death with Dignity Act
2014", annexed at page 25 of LKG-2 and note that 93% of people who
ingested medication prescribed under the DWDA in 2014 were enrolled in
a hospice.

| also note that the legalisation of physician assisted dying in Oregon has
not jeopardised palliative care training. OHSU has a highly sought after
palliative medicine fellowship.

Attitudes of Oregon psychiatrists

At paragraphs 52 - 54 of his affidavit, Dr George makes comments
regarding different approaches by physicians to physician assisted dying
depending on their own attitudes. Dr George refers to an article | co-
authored "Attitudes of Oregon psychiatrists towards physician-assisted
suicide" Am | Psychiatry 1996;153:1469-1475, annexed to his affidavit as
RG-11.

Dr Chochinov, at paragraph 56.3 of his affidavit, similarly refers to that
study as evidence for "subjectivity in evaluation".

The Oregon DWDA outlines a specific role for psychiatrists and
psychologists. If the attending or consulting physician believes that the
patient may be suffering from a “psychiatric or psychological disorder, or
depression causing impaired judgment’, then a mental health evaluation
is mandated. Psychiatrists have expertise in diagnosing depression, but
little experience and no specific standard for determining whether the
depression influenced such a decision.

In the study referred to by Dr George and Dr Chochinov (following the

voter ballot approving DWDA, but before the legislation was in force), we
reported;

(a) 96% of Oregon psychiatrists supported legalization of physician
assisted death;
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(b) of those who opposed legalization, 72% would refuse to perform
this type of evaluation; and

(c) among those who opposed legalization but would perform the
evaluation, most would work to prevent the patient from taking
the medication to end life, even if they found the patient
competent and without a mental illness.

In the “Guide to the Oregon Death with Dignity Act’, which is annexed at
page 39 of LKG-1, we recommended that mental health professionals
who are either strong proponents or opponents of the law, may have
difficulty objectively evaluation patients and should consider declining

requests to do so (see chapter 9, at page 100 of LKG-1).

In the study referred to by Dr George and Dr Chochinov, we also found
that many psychiatrists anticipated that they would have difficulty, if the
patient had depression, of determining whether the depression impacted
the decision, though they felt more confident if they knew the patient well
(as discussed by Dr George at paragraph 53). Accordingly, in the "Guide
to the Oregon Death with Dignity Act’, we recommended that of the two
components of the mental health assessment (presence of the disorder,
and determination of its influence) the greatest weight in determining
eligibility for obtaining medication under the Oregon Act should be on
whether or not a mental disorder such as depression can be diagnosed
(see pages 101-102 of LKG-1). That reflects the expertise psychiatrists
have in diagnosing such disorders.

We subsequently found that most requesting patients do not have
depression. For example, in our study of 58 requesting Oregonians, the
majority, that is 74.2%, did not have a depressive disorder, 25.8% did
(see the article discussed at paragraph 6(b) above). Of the 18
Qregonians in the same study who were prescribed drugs under DWDA,
3 (16.7%) met the criteria used for depression.

In our study of hospice professionals, hospice clinical social workers
rated depression as an unimportant reason for physician assisted dying
requests, among the requesting clients they had worked with (see the
article discussed at paragraph 17 above).

Dismissive attachment style

Baroness Finlay, at paragraph 71 of her affidavit, refers to an article | co-
authored "Attachment styles of Oregonians who request physician
assisted death" Palliative and Supportive Care, -2011; 9.2: 123 - 128.
That article is annexed at page 52 of LKG-2.

Baroness Finlay is correct to say that those who pursue physician
assisted dying exhibit, on average, a higher rate of a dismissive
attachment style (56%, as against 41% of a comparison group who did
not request physician assisted dying). We concluded that recognition of a
patient's attachment style may improve the ability of the physician to
maintain a constructive relationship with the patient through the dying
process.

To be clear, this issue is not a reason, in my view, to either support or
oppose physician assisted dying.
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Complications

At paragraphs 12 and 13, Baroness Finlay refers to the statistics
produced by the Oregon Public Health Division "Oregon's Death with
Dignity Act 2014", annexed at page 25 of LKG-2. She notes that 6
patients re-awoke after ingesting a drug prescribed under the DWDA
since 1998,

That is 6 patients out of the 859 who have ingested lethal drugs since
1998. In 3 of those instances, regurgitation was reported (2 in 2010 and
1in 011), and in 1 instance (in 2011) a possible medical tolerance for the
drug was reported. For the other 2 instances, no reason could be
determined.

I refer to the Oregon Public Health Division: "Oregon's Death with Dignity
Act 2013"; "Oregon's Death with Dignity Act 2012"; "Oregon's Death with
Dignity Act 2011"; and "Oregon's Death with Dignity Act 2006", annexed
at page 58, 65, 71, and 77 of LKG-2 respectively.

AFFIRMED at Portland, Oregon this ¥\ day
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sSummary

Physician-assisted suicide (PAS) has been legal in Oregon since November
1997, when Oregon voters approved the Death with Dignity Act (DWDA) for the second
time (see History, page 6). The Department of Human Services (DHS) is legally
required to collect information regarding compliance with the Act and make the
information available on a yearly basis. [n this eighth annual report, we characterize the
38 Oregonians who died in 2005 following ingestion of medications prescribed under
provisions of the Act, and look at whether the numbers and characteristics of these
patients differ from those who used PAS in prior years. Patients choosing PAS were
identified through mandated physician and pharmacy reporting. Our information comes
from these reports, physician interviews and death certificates. We also compare the
demographic characteristics of patients participating during 1998-2005 with other
Oregonians who died of the same underlying causes.

In 2005, 39 physicians wrote a total of 64 prescriptions for lethal doses of
medication. In 1998, 24 prescriptions were written, followed by 33 in 1999, 39 in 2000,
44 in 2001, 58 in 2002, 68 in 2003, and 60 in 2004. Thirty-two of the 2005 prescription
recipients died after ingesting the medication. Of the 32 recipients who did not ingest
the prescribed medication in 2005, 15 died from their illnesses, and 17 were alive on
December 31, 2005. In addition, six patients who received prescriptions during 2004
died in 2005 as a result of ingesting the prescribed medication, giving a total of 38 PAS
deaths during 2005. One 2004 prescription recipient, who ingested the prescribed
medication in 2005, became unconscious 25 minutes after ingestion, then regained
consciousness 65 hours later. This person did not obtain a subsequent prescription and
died 14 days later of the underlying illness (17 days after ingesting the medication).

After an initial increase in PAS use during the first five years the Act was in
effect, the number of Oregonians who use PAS remained relatively stable since 2002.
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. The ratio of PAS deaths to total deaths trended
upward during 1998-2003, peaking at 13.6 in 2003 and has since remained stabie. In



1998 there were 5.5 PAS deaths per every 10,000 total deaths, followed by 9.2 in 1999,
8.11in 2000, 7.1 in 2001, 12.2 in 2002, 13.6 in 2003, 12.3 in 2004, and an estimated
12/10,000 in 2005.""

Compared fo all Oregon decedents in 2005, PAS participants were more likely to
have malignant neoplasms (84% vs. 24%), to be younger (median age 70 vs. 78 years),
and fo have more formal education (37% vs. 15% had at least a baccalaureate degree).

During the past eight years, the 246 patients who took lethal medications differed
in several ways from the 74,967 Oregonians dying from the same underlying diseases.
Rates of participation in PAS decreased with age, although over 65% of PAS users
were age 65 or older. Rates of participation were higher among those who were
divorced or never married, those with more years of formal education, and those with
amyotrophic lateral sclerosis, HIV/AIDS, or malignant neoplasms (see Patient

Characteristics, page 12).

Physicians indicated that patient requests for lethal medications stemmed from
muitiple concerns, with eight in 10 patients having at least three concerns. The most
frequently mentioned end-of-life concerns during 2005 were: a decreasing ability to
participate in activities that made life enjoyable, loss of dignity, and loss of autonomy,

(see End-of-Life Concerns, page 14).

Complications were reported for three patients during 2005; two involved
regurgitation, and, as noted above, one patient regained consciousness after ingesting
the prescribed medication. None involved seizures (see Complications, page 13). Fifty
percent of patients became unconscious within five minutes of ingestion of the lethal
medication and the same percentage died within 26 minutes of ingestion. The range of
time from ingestion to death was from five minutes to 9.5 hours. Emergency Medical
Services were called for one patient in order to pronounce death.

The number of terminally ill patients using PAS has remained small, with about 1

in 800 deaths among Oregonians in 2005 resulting from physician-assisted suicide.



Introduction

This eighth annual report presents data on participation in Oregon’s Death with
Dignity Act (DWDA), which legalizes physician-assisted suicide (PAS) for terminally ill
Oregon residents. This report summarizes the information coliected from physician

reports, interviews, and death certificates.

History

The Oregon Death with Dignity Act was a citizen's initiative first passed by
Oregon voters in November 1994 with 51% in favor. Implementation was delayed by a
legal injunction, but after proceedings that included a petition denied by the United
States Supreme Count, the Ninth Circuit Court of Appeals lifted the injunction on
October 27, 1997. In November 1997, a measure asking Oregon voters to repeal the
Death with Dignity Act was placed on the general election ballot (Measure 51,
authorized by Oregon House Bill 2954). Voters rejected this measure by a margin of
60% to 40%, retaining the Death with Dignity Act. After voters reaffirmed the DWDA in
1997, Oregon became the only state allowing legal physician-assisted suicide.®

Although physician-assisted suicide has been legal in Oregon for eight years, it
remains highly controversial. On November 6, 2001, U.S. Attorney General John
Ashcroft issued a new interpretation of the Controlled Substances Act, which would
prohibit doctors from prescribing controlled substances for use in physician-assisted
suicide. To date, all the medications prescribed under the Act have been barbiturates,
which are controlled substances and, therefore, would be prohibited by this ruling for
use in PAS. In response to a lawsuit filed by the State of Oregon on November 20,
2001, a U.S. district court issued a temporary restraining order against Ashcroft's ruling
pending a new hearing. On April 17, 2002, U.S. District Court Judge Robert Jones
upheld the Death with Dignity Act. On September 23, 2002, Attorney General Ashcroft
filed an appeal, asking the Ninth U.S. Circuit Court of Appeals to overturn t’he District
Court's ruling. The appeal was denied'on May 26, 2004 by a three-judge pénel. On July
13, 2004, Ashcroft filed an appeal requesting that the Court rehear his previous motion
with an 11-judge panel; on August 13, 2004, the Court declined to rehear the case. On



November 9, 2004, Ashcroft asked the U.S. Supreme Court to review the Ninth Circuit's
decision. On October 5, 2005, the Supreme Court heard arguments in the case, and on
January 17, 2006 it affirmed the lower court’s decision. At this time, Oregon’s Death with

Dignity Act remains in effect.

Reguirements

The Death with Dignity Act allows terminally ill Oregon residents to obtain and
use prescriptions from their physicians for self~administered, lethal medications. Under
the Act, ending one's life in accordance with the law does not constitute suicide.
However, we use "physician-assisted suicide" because that terminology is used in
medical literature to describe ending life through the voluntary self-administration of
lethal medications prescribed by a physician for that purpose. The Death with Dignity
Act legalizes PAS, but specifically prohibits euthanasia, where a physician or other
person directly administers a medication to end another's life.?

To request a prescription for lethal medications, the Death with Dignity Act

requires that a patient must be:

e An aduit (18 years of age or older),
« A resident of Oregon,
« Capable (defined as able to make and communicate health care decisions), and

« Diagnosed with a terminal illness that will lead to death within six months.

Patients meeting these requirements are eligible to request a prescription for
lethal medication from a licensed Oregon physician. To receive a prescription for lethal

medication, the following steps must be fulfilled:
» The patient must make two oral requests to his or her physician, separated by at

least 15 days.

« The patient must provide a written request to his or her physician, signed in the

presence of two witnesses.



« The prescribing physician and a consulting physician must confirm the diagnosis

and prognosis.

« The prescribing physician and a consulting physician must determine whether

the patient is capable.

« If either physician believes the patient's judgment is impaired b-y a psychiatric or
psychological disorder, the patient must be referred for a psychological

examination.

« The prescribing physician must inform the patient of feasible alternatives to

assisted suicide, including comfort care, hospice care, and pain control.

» The prescribing physician must request, but may not require, the patient to notify

his or her next-of-kin of the prescription request.

To comply with the law, physicians must report to the Department of Human
Services (DHS) all prescriptions for lethal medications.® Reporting is not required if
patients begin the request process but never receive a prescription. In 1999, the Oregon
legislature added a requirement that pharmacists must be informed of the prescribed
medication's intended use. Physicians and patients who adhere to the requirements of
the Act are protected from criminal prosecution, and the choice of legal physician-
assisted suicide cannot affect the status of a patient’s health or life insurance policies.
Physicians, pharmacists, and health care systems are under no obligation to participate
in the Death with Dignity Act.®

The Oregon Revised Statutes specify that action taken in accordance with the Death

with Dignity Act does not constitute suicide, mercy killing or homicide under the law.®



Methods

The Reporting System

DHS is required by the Act to develop and maintain a reporting system for
monitoring and collecting information on PAS.2 To fulfill this mandate, DHS uses a
system involving physician and pharmacist compliance reports, death certificate
reviews, and follow-up interviews.®

When a prescription for lethal medication is written, the physician must submit to
DHS information that documents compliance with the law, We review all physician
reports and contact physicians regarding missing or discrepant data. DHS Vital Records
files are searched periodicaily for death certificates that correspond to physician reports.
These death certificates allow us to confirm patients' deaths, and provide patient
demographic data (e.g., age, place of residence, educational attainment).

In addition, using our authority to conduct special studies of morbidity and
mortality, DHS conducts telephone interviews with prescribing physicians after receipt of
the patients’ death certificates.’® Each physician is asked to confirm whether the patient
took the lethal medications. If the patient took the medications, we ask for information
that was not available from previous physician reports or death certificates--including
insurance status and enrollment in hospice. We ask why the patient requested a
prescription, specifically exploring concerns about the financial impact of the illness,
loss of autonomy, decreasing ability to participate in activities that make life enjoyable,
being a burden, loss of control of bodily functions, uncontroltable pain, and loss of
dignity. We collect information on the time from ingestion to unconsciousness and
death, and ask about any adverse reactions. Because physicians are not legally
required to be present when a patient ingests the medication, not all have information
about what happened when the patient ingested the medication. If the prescribing
physician was not present, we accept information they have based on discussions with
family members, friends or other health professionals who attended the patients' deaths.
We also accept information directly from these individuals. We do not interview or
collect any information from patients prior to their death. In lieu of the telephone

interview, physicians have the option of printing the questionnaire from our website,



completing it at their convenience, and mailing the document to us. Reporting forms
and the physician questionnaire are available at:
http://www.oregon.gov/DHS/ph/pas/pasforms.shiml

Data Analysis

We classified patients by year of participation based on when they ingested the
legally-prescribed lethal medication. Using demographic information from 1997-2004
Oregon death certificates (the most recent years for which complete data are available),
we compared patients who used legal PAS with other Oregonians who died from the
same diseases. Demographic- and disease-specific PAS rates were computed using
the number of deaths from the same causes as the denominator. The overall PAS rates
by year were computed using the total number of resident deaths. Annual rates were
calculated using numerator and denominator data from the same year, except for 2005
where the number of resident deaths from 2004 was used as the denominator. SPSS,
release 12 and PEPI, version 4.0 were used in data analysis. Statistical significance
was determined using Fisher's exact test, the chi-square test, the chi-square for trend

test, and the Mann-Whitney test.
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Results

Both the number of prescriptions written and the number of Oregonians using
PAS vary annually but have been relatively stable since 2002. In 2005, 39 physicians
wrote 64 prescriptions for lethal doses of medication. In 1998, 24 prescriptions were
written, followed by 33 in 1999, 39 in 2000, 44 in 2001, 58 in 2002, 68 in 2003, and 60
in 2004. (Figure 1.)

Figure 1. Number of DWDA Prescription Recipients and Deaths,
by Year, Oregon, 1998-2005

100

| & Rx Recipients {”
8o . Deaths s namr s et sy s A R P A S R P

1998 1999 2000 2001 2002 2003 2004 2005
Year

Thirty-two of the 2005 prescription recipients died after ingesting the medication.
Of the 32 recipients who did not ingest the prescribed medication in 2005, 15 died from
their illnesses, and 17 were alive on December 31, 2005. In addition, six patients who
received prescriptions during 2004 died in 2005 as a result of ingesting their medication,
giving a total of 38 PAS deaths during 2005.

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. Ratios of PAS deaths to total deaths
have shown a similar trend: in 1998 there were 5.5 PAS deaths for every 10,000 total
deaths, followed by 9.2 in 1999, 8.1 in 2000, 7.0 in 2001, 12.2 in 2002, 13.6 in 2003,
12.3, in 2004, and an estimated 12/10,000 in 2005.

Il



The percentage of patients referred to a specialist for psychological evaluation
beyond that done by a hospice team has declined, falling from 31% in 1998 to 5% in
2005.

Patient Characteristics

There were no statistically significant differences between Oregonians who used
PAS in 2005 and those from prior years. For a comparison, see Table 1.

Although year-to-year variations occur, certain demographic patterns have
become evident over the past eight years. Males and females have been equally likely
to take advantage of the DWDA. Divorced and never-married persons were more likely
to use PAS than married and widowed residents. A higher level of education has been
strongly associated with the use of PAS; Oregonians with a baccalaureate degree or
higher were 7.9 times more likely to use PAS than those without a high school diploma.
Conversely, several groups have emerged as being less likely to use PAS. These
include people age 85 or older, people who did not graduate from high school, people
who are married or widowed, and Oregon residents living east of the Cascade Range.

Patients with certain terminal illnesses were more likely to use PAS (Table 3).
The ratio of DWDA deaths to all deaths resulting from the same underlying illness was
highest for three conditions: amyotrophic lateral sclerosis (ALS) (269.5 per 10,000),
HIV/AIDS (218.3), and malignant neoplasms (39.9). Among the causes associated with
at least five deaths, the lowest rate (8.7) was for patients with chronic lower respiratory
diseases (CLRD), such as emphysema.

During 2005, 36 patients died at home, and two died at assisted living facilities,
All individuals had some form of health insurance (Table 4). As in previous years, most
(92%) of the patients who used PAS in 2005 were enrolled in hospice care. The
median length of the patient-physician relationship was 8 weeks.

Physician Characteristics

The prescribing physicians of patients who used PAS during 2005 had been in
practice a median of 26 years (range 3-55). Their medical specialties included: family
medicine (62%), oncology (23%), internal medicine (10%), and other (5%). Family

12

12



13

medicine physicians represent 15% of all physicians in Oregon, oncologists 0.9%, and
internists 16%.

Seventy-four percent of the physicians who wrote prescriptions for lethal
medication during 2005 wrote a single prescription. Of the 39 physicians who wrote
prescriptions in 2005, 29 wrote one prescription, three wrote two prescriptions, three
wrote three prescriptions, three wrote four prescriptions, and one wrote eight
prescriptions.

During the first three years after the legalization of PAS, physicians were present
at the patient’s ingestion of lethal medication half or more of the time. During 2005, the
prescribing physician was present 23% of the time.

ltis the policy of DHS to report cases fo the Oregon Board of Medical Examiners
when required forms have not been completed correctly or have not been received in a
timely fashion. During 2005, four cases were referred to the Oregon Board of Medical
Examiners, one involving withessing of signatures and three others for failure to file
required documentation in a timely manner.

One case, in which a patient awakened after ingesting the prescribed medication,

was referred to the Board of Pharmacy.

Lethal Medication
During 1998-2004, secobarbital was the lethal medication prescribed for 101 of

the 208 patients (49%). During 2005, as during previous years, all lethal medications
prescribed under the provisions of the DWDA were barbiturates. In 2005, 34 patients
(89%) used pentobarbital and 4 patients (11%) used secobarbital. Since the DWDA
was implemented, 56% of the PAS patients used pentobarbital, 43% used secobarbital,
and 2% used other medications. (Three used secobarbital/amobarbital, and one used

secobarbital and morphine).

Complications

During 2005, physicians reported that three patients experienced complications:
two patients vomited some of the medication, one of whom died 15 minutes after

ingestion and the other 90 minutes after ingestion. The former had been vomiting on a
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daily basis for the week and a half prior to ingestion. One patient became unconscious
25 minutes after ingestion, then regained consciousness 65 hours later. This person did
not obtain a subsequent prescription, and died 14 days later of the underlying illness (17
days after ingesting the medication).

None of the patients experienced seizures. Emergency medical services were

called to document one death. In no case was EMS called for medical intervention,

End-of-Life Concerns

Providers were asked if, based on discussions with patients, any of seven end-

of-life concerns might have contributed to the patients’ requests for lethal medication
(Table 4). In nearly all cases, physicians reported multiple concerns contributing to the
request. The most frequently reported concerns included a decreasing ability to
participate in activities that make life enjoyable (89%), loss of dignity (89%), and losing
autonomy (79%).

14
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Comments

Since 2002, both the number of prescriptions written for physician-assisted
suicide and the number of terminally ill patients taking lethal medication have remained
relatively stable with about 1 in 800 deaths among Oregonians in 2005 resulting from
physician-assisted suicide. A large population study of dying Oregonians published in
2004 found that 17% considered PAS seriously enough to have discussed the matter
with their family and that about 2% of patients formally requested PAS. Of the 1,384
decedents for whom information was gathered, one had received a prescription for
lethal medication and did not take it. No unreported cases of PAS were identified,'

Overall, smaller numbers of patients appear to use PAS in Oregon compared to
the Netherlands.'? However, as detailed in previous reports, our numbers are based on
a reporting system for terminally ill patients who legally receive prescriptions for lethal
medications, and do not include patients and physicians who may act outside the
provisions of the DWDA.

Over the last eight years, the rate of PAS among patients with ALS in Oregon
has been substantially higher than among patients with other illnesses. This finding is
consistent with other studies. In the Netherlands, where both PAS and euthanasia are
openly practiced, one in five ALS patients died as a result of PAS or euthanasia.'® A
study of Oregon and Washington ALS patients found that one-third of these patients
discussed wanting PAS in the last month of life."* Though numbers are small, and
results must be interpreted with caution, Oregon HIV/AIDS patients are also more likely
to use PAS. _

Physicians have consistently reported that concerns about loss of autonomy, loss
of dignity, and decreased ability to participate in activities that make life enjoyable as
important motivating factors in patient requests for lethal medication across all eight
years. Interviews with family members during 1999 corroborated physician reports.?
These findings were supported by a study of hospice nurses and social workers caring
for PAS patients in Oregon.'®

While it may be common for patients with a terminal illness to consider PAS, a
request for PAS 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

15



options. Often once the provider has addressed a patient’s concerns, he or she may
choose not to pursue PAS."®
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Table 1. Demographic characteristics of 246 DWDA patients who died after ingesting a lethal dose of

medication, by year, Oregon, 1998-2005.

2005 1998-2004 Total
Characteristics (N = 38)* (N= 208)* {N = 246)*
Sex
Male (%) 23(61) 108 (52) 131(53)
Female (%) 15(39) 100 (48) 115(47)
Age
18-44 (%) 1(3) 9(4) 10(4)
45-64 (%) 11(29) 60 (29) 71(29)
65-84 (%) 21(55) 123 {59) 144 (59)
85+ (%) 5(13) 16 (8) 21(9)
Median years (Range) 70(42-90) 69 (25-94) 69 (25-94)
Race
White (%) 36(95) 203 (98) 239(97)
Asian (%) 1(3) 5(2) 8(2)
Native American (%) 1(3) 0 1(<1)
Marital status
Married (%) 20(53) 90(43) 110(45)
Widowed (%) 8(21) 47 (23) 55(22)
Divorced (%) 8(21) 56 (27) 84 (26)
Never married (%) 2(5) 15(7) 17(7)
Education
Less than high school (%) 3(8) 18(9) 21(9)
High school graduate (%) 9(24) 62 {30) 71(29)
Some college (%) 12(32) 40(19) 52(21)
Baccalaureate or higher (%) 14(37) 88 (42) 102 (41)
Residence
Metro counties (%)** 12 (32) 83 (40) 95(39)
Coastal counties (%)™ 2(5) 17 (8) 19(8)
Other W. counties (%) 21(55) 96 (46) 117 (48)
E. of the Cascades (%) 3{8) 12(6) 15 (8)
Underlying illness
Malignant neoplasms (%) 32(84) 164 (79) 196 (80)
Lung and bronchus (%) 8(21) 40(19) 48 (20)
Breast (%) 4(11) 19(9) 23(9)
Pancreas (%) 2(5) 18(9) 20(8)
Colon (%) 4(11) 12 (6) 16(7)
Cther (%) 14(37) 75(36) 89 (36)
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2005 1998-2004 Total
Characteristics (Cont'd) {N=38)* (N=208)* (N=246)*
Underlying lllness {Cont'd)
Amyotrophic lateral sclerosis (%) 4(11) 16 (8) 20 (8)
Chronic lower respiratory disease (%) 1(3) 10 (5) 11 (4)
HIVIAIDS (%) 5(2) 5(2)
llnesses listed below (%) 1(3) 13 (6) 14 (6)

* Unknowns are excluded when calculating percentages.
** Clackamas, Multnomah, and Washington counties.
*** Excluding Douglas and Lane counties.

# Includes amyloidosis of the kidney, aortic stenosis, congestive heart failure, diabetes meliitus with renal
complications, digestive organ neoplasm of unknown behavior, emphysema, hepatitis C, myelaodysplastic
syndrome, pulmonary disease with fibrosis, scleroderma, and Shy-Drager syndrome.
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Table 2. Demographic characteristics of 246 patients who died during 1998-2005 after ingesting a
lethal dose of medication, compared with 74,967 Qregonians dying from the same underlying diseases.

PAS patients Oregon deaths, DWDA deaths
1998-2005 same diseases per 10,000 Rate ratio
Characteristics (N = 246)* (N =74,967)* Oregon deaths (95% CI*)
Sex
Male (%) 131 (53) 37,847 (50) 34.6 1.1 (0.9-1.4)
Female (%) 115 (47) 37,120 (50) 31.0 1.0
Age
18-44 (%) 10 (4) 1,815 (2) 55.1 4.1 (1.9-8.7¢#
45-64 (%) 71(29) 14,445 (19) 49.2 3.6 (2.2-5.9)
85-84 (%) 144 (59) 42,956 (57) 33.5 2.5(1.8-3.9)
85+ (%) 21(9) 15,751 (21) 13.3 1.0
Median years 69 (25-94) 76
Race
White (%) 239 (97) 72,799 (97) 32.8 1.0
Asian (%) 6 (2) 802 (1) 74.8 2.3(0.8-5.1#H
Native American (%) 1 (=1} 507 (1) 19.7 0.6(0.0-3.4)
Other (%) 0 849(1)
Unknown 1] 15
Marital status
Married (%) 110 (45) 36,042 (48) 30.5 1.0
Widowed (%) 55 (22) 24,653 (33) 223 0.7 (0.5-1.0)
Divorced (%) 64 (26) 10,894 (15) 58.7 1.9 (1.4-2.6)+
Never married (%) 17 (7) 3,202 (4) 53.1 1.7 (1.1-2.9)+
Unknown 0 176
Education
Less than high school (%) 21(9) 17,403 (24) 12.1 1.0
HS graduate (%) 71(29) 32,125 (43) 22.1 1.8 (1.1-3.0)
Some college {%) 52 (21) 13,765 (19) 37.8 3.1(1.9-5.2)
Baccalaureate or higher (%) 102 (41) 10,626 (14) 96.0 7.9 (5.0-12.7#
Unknown 0 1,048
Residence
Metro counties (%) a5 (39) 26,874 (36) 354 1.0
Coastal counties (%) 19 (8) 6,076 (8) 31.3 0.9 (0.5-1.5)
Other W. counties (%) 117 (48) 31,470 (42) 37.2 1.1(0.8-1.4)
E. of the Cascades (%) 15 (6) 10,547 (14) 14,2 0.4 {0.2-0.7)+

* Unknowns are excluded when calculating percentages.

** Confidence interval.
# The ratio is statistically significant according to the chi-square test for trend.
## Confidence intervals calculated with Fisher's exact test.

+ The ratio is statistically significant according to the chi-square test.
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Table 3. Underlying illnesses of 246 patients who died during 1998-2005 after ingesting a lethal dose of
medication, compared with 74,967 Oregonians dying fram the same underlying diseases.

PAS patients Oregon deaths, DWDA deaths

1998-2005 same diseases per 10,000 Rate ratio
Underlying illnesses (N = 246) (N =74,967) Oregon deaths {95% CI*)
Malignant neoplasms (%) 196 (80) 49,117 (66) 39.9 4.6(2.5-8.4)+
Lung and bronchus (%) 48(20) 16,160 (22) 29.7 3.4(1.8-6.6)+
Breast (%) 23{9) 4,102 (5) 56.1 6.4(3.1-13.2)+
Pancreas (%) 20(8) 2,989 (4) 66.9 7.7(3.7-16.0)+
Colon (%) 16(7) 4,263 (6) 37.5 4.3(2.0-9.3)+
Prostate (%) 13(5) 3,491(5) 37.2 4.3(1.9-9.5)++
QOvary (%) 12(5) 1,608 (2) 74.6 8.6(3.5-21.5)++
Skin {%) 9(4) 789(1) 114.1 13.1(4.8-35.1)++
Other (%) 55(22) 15,715(21) 35.0 4.0(2,1-7.6)+
Amyofrophic lateral sclerosis (%) 20(8) 742 (1) 269.5 31.0(14.4-73.5)++
Chronic lower respiratory dis. (%)  11(4) 12,596 (17) 8.7 1.0
HIV/AIDS (%) 5(2) 229(<1) 218.3 25.1(6.9-80.4)++
llinesses listed below (%)# 14 (86) 12,283 (16) 11.4 1.3(0.6-2.9)

* Confidence interval.

# Includes amyloidosis of the kidney, aortic stenosis, cardiomyopathy, congestive heart failure, diabetes
mellitus with renal complications, digestive organ neoplasm of unknown behavior, emphysema, hepatitis C,
myelodysplastic syndrome, pulmonary disease with fibrosis, scleroderma, and Shy-Drager syndrome.

+ The ratio is statistically significant according to the chi-square test.

++ The ratlo is statistically significant according to Fisher's exact test.
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Table 4. Death with Dignity end of life care for 246 Oregonians who died after ingesting a lethal dose of

medication, by year, 1998-2005.

2005 1998-2004 Total
Characteristics (N=38F (N=208)* (N=246)*
End of Life Care
Hospice
Enrollied (%) 35(92) 178 (86) 213 (87)
Not enrolled (%) 3(8) 28(14) 3M(13)
Unknown 0 2 2
Insurance
Private (%) 22 (58) 129 (63) 151 (62}
Medicare or Medicaid (%) 16 (42) 74 (36) 80(37)
None (%) 0 2(1) 2(1)
Unknown 0 3 3
End of Life Concerns®
Losing autonomy (%) 30(79) 177(87) 207 (86)
Less able to engage in activities making life enjoyable (%) 34(89) 172(84) 206 (85)
Loss of dignity (%) 34 (89) 60 (80) 94(83)
Losing control of bodily functions {%) 17 (45) 121 (59) 138 (57)
Burden on family, friends/caregivers (%) 16 (42) 74 (36) 90(37)
Inadequate pain control or concern about it (%) 9(24) 45(22) 54 (22)
Financial implications of treatment (%) 1(3) 6(3) 7(3)
PAS Process
Referred for psychiatric evaluation (%) 2(5) 32(18) 34 (14)
Patient died at
Home (patient, family or friend) (%) 36 (95) 196(94) 232(94)
Long term care, assisted living or foster care facility (%) 2(5) 9(4) 11(4)
Hospital (%) 0 1(<1) 1(<1)
Other (%) 0 2(1) 2(1)
Lethal Medication
Secobarbital (%) 4(11} 101(49) 105 (43)
Pentobarbital (%) 34(89) 103 (50} 137 (56)
Other (%) 0 4(2) 4(2)
Health-care provider present when medication ingested®
Prescribing physician (%) 8(23) 40(29) 48(28)
Other provider, when prescribing physician not present (%) 18(51) 74(54) 92 (54)
No provider (%) 9(26) 22(16) 31(18)
Unknown 3 2 5
Complications
Regurgitated (%) 2(5) 10(5) 12(5)
Seizures (%) 0 0 0
Awakened after taking prescribed medication'® 1 0 1
No complications (%) 35(95) 194 {95) 229(95)
Unknown 1 4 5
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2005 1998-2004 Total
Characteristics (cont'd) (N=38)* (N=208)* (N=246)*
Emergency Medical Services
Called for intervention after lethal medication ingested (%) 0 0 0
Calls for other reasons (%)™ 1 (3) 21 3{1N)
Not called after lethal medication ingested (%) 36 (97) 203(99)  239(99)
Unknown 17 3 4
Timing of PAS Event
Duration (weeks) of patient-physician relationship
Median 3 12 12
Range 0-678 0-1065 0-1065
Duration (days) between 1% request and death
Median 40 38 39
Range 15-1009 15-737 15-1009
Minutes between ingéstion and unconsciousness
Median 5 5 5
Range 2-15 1-38 1-38
Unknown 3 21 24
Time between ingestion and death
Median (minutes) 26 25 25
Range (minutes-hours) 5m-9.5h 4m-48h 4m-48h
Unknown 2 15 17

*  Unknowns are excluded when calculating percentages unless otherwise noted.

** Calls included two to pronounce death and one fo help a patient who had fallen.

T The data shown are for 2001-2005. Information about the presence of a health care provider/volunteer,
in absence of the prescribing physician, was first collected in 2001. Aftendance by the prescribing
physician has been recorded since 1998. During 1998-2005 the prescribing physician was present when
35% of the patients ingested the lethal medication.

1 Historically, the Annual Report fables list information on patients who died as a result of ingesting
medication prescribed under the provisions of the Death with Dignity Act. Because one patient regained
consciousness after ingesting the lethal medication and then died 14 days later from his/her illness rather
than from the medication, the compilication is recorded here but the patient is not included in the total
number of PAS deaths.

+  Affirmative answers only ("Don't know" included in negative answers). Available for 17 patients in
2001.

++ First asked in 2003.
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Oregon’s Death with Dignity Act--2014

Oregon’s Death with Dignity Act {DWDA), enacted in late 1997, allows terminally-ill adult Oregonians to
abtain and use prescriptions from their physicians for self-administered, lethal doses of medications.
The Oregon Public Health Division is required by the DWDA to collect compliance information and to
issue an annual report. The key findings from 2014 are presented below. The number of people for
whom DWDA prescriptions were written (DWDA prescription reciplents) and the resulting deaths from
the ingestion of prescribed DWDA medications (DWDA deaths) reported in this summary are based on
paperwork and death certificates received by the Oregon Public Health Division as of February 2, 2015.

For more detail, please view the figures and tables on our web site: htip://www.healthoregon.org/dwd.

Figure 1: DWDA prescription recipients and deaths®,
by year, Oregon, 1998-2014

180

170

160 DWDA prescription recipients 122
150 DWDA deaths

1998 1999 2000 2001 2002 2003 2004 2005 2006 2007 2008 2009 2010 2011 2012 2013 2014
Year

*As of February 2, 2015

e  Asof February 2, 2015, prescriptions for lethal medications were written for 155 people during 2014
under the provisions of the DWDA, compared to 121 during 2013 (Figure 1). At the time of this
report, 105 people had died from ingesting the medications prescribed during 2014 under DWDA.
This corresponds to 31.0 DWDA deaths per 10,000 total deaths.!

! Rate per 10,000 deaths calculated using the total number of Oregon resident deaths in 2013 (33,931), the most
recent year for which final death data are available.

http://public.health.oregon.gov/ProviderPartnerResources/EvaluationResearch/

DeathwithDignityAct/Documents/yearl7.pdf Page 10of6
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s Since the law was passed in 1997, a total of 1,327 people have had DWDA prescriptions written and
859 patients have died from ingesting medications prescribed under the DWDA.

s Of the 155 patients for whaom DWDA prescriptions were written during 2014, 94 {60.6%) ingested
the medication; ail 94 patients died from ingesting the medication. No patients that ingested the
medication regained consciousness.

e  Eleven patients with prescriptions written during the previous years {2012 and 2013) died after
ingesting the medication during 2014,

¢ Thirty-seven of the 155 patients who received DWDA prescriptions during 2014 did not take the
medications and subsequently died of other causes.

¢ Ingestion status is unknown for 24 patients who were prescribed DWDA medications in 2014. For all
of the 24 patients, both death and ingestion status are pending (Figure 2}.

s Of the 105 DWDA deaths during 2014, most {67.6%) were aged 65 years or older. The median age at
death was 72 years. As in previous years, decedents were commonly white (85.2%) and well-
educated (47.6% had a least a baccalaureate degree).

»  While most patients had cancer, the percent of patients with cancer in 2014 (68.6%} was lower than
in previous years {79.4%), and the percent with amyotrophic lateral sclerosis {ALS) was higher
(16.2% in 2014, compared to 7.2% in previous years).

*  While similar to previous years that most patients had cancer (68.6%), this percent was lower than
the average for previous years (79.4%); in contrast, the percent of patients with ALS was higher in
2014 (16.2%) than in previous years {7.2%).

*  Most (89.5%) patients died at home, and most {(93.0%) were enrolled in hospice care either at the
time the DWDA prescription was written or at the time of death. Excluding unknown cases, all
(100.0%} had some form of health care insurance, although the number of patients who had private
insurance (39.8%) was lower in 2014 than in previous years (62.9%). The number of patients who
had only Medicare or Medicaid insurance was higher than in previous years (60.2% compared to
35.5%).

s Asin previous years, the three most frequently mentioned end-of-life concerns were: loss of
autonomy (91.4%), decreasing ability to participate in activities that made life enjoyable (86.7%),
and loss of dignity (71.4%).

* Three of the 105 DWDA patients who died during 2014 were referred for formal psychiatric or
psychological evaluation. Prescribing physicians were present at the time of death for 14 patients
(13.9%) during 2014 compared to 15.9% in previous years.

http://public.health.oregon.gov/ProviderPartnerResources/EvaluationResearch/
DeathwithDignityAct/Documents/yearl7.pdf Page2 of 6
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s A procedure revision was made in 2010 to standardize reporting on the follow-up questionnaire.
The new procedure accepts information about the time of death and circumstances surrounding
death only when the physician or another health care provider was present at the time of death,
Due to this change, data on time from ingestion to death is available for 20 of the 105 DWDA deaths
during 2014. Among those 20 patients, time from ingestion until death ranged from eleven minutes

to one hour,

s Eighty-three physicians wrote 155 prescriptions during 2014 {1-12 prescriptions per physician).

¢ During 2014, no referrals were made to the Oregon Medical Board for failure to comply with DWDA

requirements.

Figure 2: Summary of DWDA prescriptions written and medications ingested in 2014,
as of February 2, 2015

155 people had prescriptions
written during 2014

11 people with —
prescriptions written |
i i . . . 241] ti
_In pre;uous d\{ear‘s 94 ingested 37 did not ingest dlgagte; ;;r;:snd
|nge;te : mg oﬁt'o“ medication medication and unknown
uring subsequently died
from other causes
105 ingested
medication
0 regained
105 died from consciousness after
ingesting ingesting medication;
medication died of underlying
illness
http://public.health.oregon.gov/ProviderPartnerfesources/EvaluationResearch/
DeathwithDignityAct/Documents/yearl7.pdf Page3ofé
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Table 1. Characteristics and end-of-life care of 857 DWDA patients who have died from ingesting a lethal

dose of medication as of February 2, 2015, by year, Oregon, 1998-2014
2014 1998.2013 Total
Characteristics (N=105) {N=754) {N=859)

Male (%) 56 (53.3) 397 (527) 453 (5.7}
Female (%) 25 (46.7) 357 (47.3) 406 (47.3)
‘Age atideath (years

18-34 (%) 1(1.0) 6 (0.8) 7 (0.8)
35-44 (%) 2 (1.9) 16 (2.1) 18 (2.1}
45-54 (%) 3 (2.9} 58 (7.7) 61 {7.1)
55-64 (%) 28 {26.7) 156 (20.7) 184 (21.4)
65-74 (%) 29 (27.6) 218 {28.9) 247 (28.8)
75-84 (%) 23 (21.9) 206 (27.3) 229 {26.7)
85+ (%) 19 (18.1) 94 {12.5) 113 (13.2)

. 72 (29-96)

71 {25-96) 71 (25-96)

White (%) 100 (95.2) 731 (97.3) 831 (97.1)
African American (%) 0 (0.0} 1(0.1} 1(0.1)
American Indian {%) 0 {0.0) 2 (0.3) 2 (0.2)
Asian (%} 1 {1.0 8 (1.1) 9{1,1)
Pacific Islander (%) 0 (0.0) 1 (0.1} 1{0.1)
Other (%) 2 {1.9) 1 {0.1} 3 {0.4)
Two or more races (%) 1 {1.0} 2 {0.3) 3 {0.4)
Hispanic (%) 1{1.0) 5 {0.7) 6 {0.7)
Unkno 0 3

Maritalstat _ o e
Married (%)2 48 (45.7) 347 (46.2) 395 (46.1}
Widowed (%) 26 (24.8) 172 (22.9) 198 (23.1)
Never married (%) 6 (5.7) 63 {8.4) 69 (8.1}
Divorced (%) 25 (23.8) 169 {22.5) 194 {22.7)
Unknown 0 3 3
Eduicatior
Less than high school (%) 6 (5.7} 45 (6.0) 51 {6.0)
High school graduate (35) 23 (21.9) 164 (21.9) 187 (21.9)
Some college (%) 26 (24.8) 193 (26.4) 224 {26.2)
Baccalaureate or higher (%) 50 (47.6) 342 (45.7) 392 (45.9)
Unknown o 5 5
Metro counties {3} 46 (44.7) 315 (41.9) 361 (42.3)
Coastal counties (%) 6 (5.8) 57 (7.6} 63 (7.4)
Other western counties (%) 40 (38.8) 325 (43.3) 365 (42.7)
East of the Cascades (%} 11 (10.7) 54 (7.2) 65 (7.6)
Unknown 2 3 5
Hospice
Enrolled {%)* 93 (93.0) 654 (90.0) 747 {90.3)
Not enrolled (%) 7 {7.0) 73 {10.0} - 80 {9.7)
Unknown 5 27 32
Insurance
Private (%)° 37 (39.8) 452 (62.9) 489 (60.2)
Medicare, Medicaid or Other Governmental (36) 56 {60.2) 255 {35.5) 311 {38.3)
None (%} 0 (0.0} 12 (1.7) 12 {1.5)
Unknown 12 35 47

http://public.kealth.oregon.gov/ProviderPartnerRescurces/EvaluationResearch/DeathwithDignityAct/Documents/yeari7.pdf Page 4 of 6
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Oregon Public Health Division

2014 1998-2013 Total
Characteristics (N=105) (N=754) (N=859)

Malignant neoplasms (%) 72 (68.6) 596 (79.4) 668 (78.0)
Lung and bronchus (%) ' 16 (15.2) 139 (18.5) 155 {18.1)
Breast (%) 7 (6.7} © 87 (7.6} 64 (7.5)
Colon (%) 5 (4.8) 49 {6.5) 54 {6.3)
Pancreas {%) 9 (8.8) 47 {6.3) 56 (6.5)
Prostate (%} 2{1.9) 33 (4.4) 35 (4.1)
Ovary (%) 5 {4.8) 28 {3.7} 33 (3.9)
Other (%) 28 (26.7) 243 (32.4) 271 (31.7)

Amyotrophic lateral sclerosis {%) 17 (16.2) 54 (7.2) 71 (8.3}

Chronic lower respiratory disease (%) 4 {3.8) 34 (4.5} 38 (4.4)

Heart Disease (%) 3 {2.9) 14 {1.9} 17 (2.0)

HIV/AIDS (%) 0 (0.0) 9 {1.2) 9 (1.1)

Other illnesses {%)° 9 (8.6) 44 (5.9) 53 (6.2}

Unkngwn a 3 3

DWDAprocess
Referred for psychiatric evaluation (%) 3 {2.9) 44 {5.9) 47 (5.5)
Patient informed family of decision (%)’ 95 (90.5) 634 (93.6) 729 (93.2)
Patient died at
Home (patient, family or friend) (%) 94 (89.5) 716 (95.3) 810 (94.6)
Long term care, assisted living or foster care facility (%) 8 (7.6) 29 (3.9) 37 {4.3)
Haspital (%) 0 {0.0} 1{0.1) 1(0.1)
Other (%) - 3 (2.9} 5 {0.7) 8 {0.9)
Unknown 0 3 3
Lethal medication
Secobarbital (%) 63 (60.0) 403 (53.4) 466 (54.2)
Pentobarbital (%) ' 41 (39.0) 344 (45.6) 385 (44.8)
Other {%)° 1 (1.0) 7 {0.9) 8 (0.9)
End'stTife concerns 5 52 NEB59
Losing autonomy (%) 96 (91.4) 686 (91.5) 782 (91.5)
Less able to engage in activities making life enjoyable (%) 91 (86.7) 667 (88.9) 758 (88.7)
Loss of dignity (%)"° 75 {71.4) 504 (80.6) 579 {79.3)
Losing control of bodily functions (%) 52 {49.5) 376 (50.1) 428 (50.1)
Burden on family, friends/caregivers (%) 42 (40.0) 300 (40.0) 342 {40.0)
Inadequate pain control or concern about it (%) 33 (31.4) 178 {23.7) 211 (24.7)
Financial implications of treatment (%) 5 {4.8) 22 {2.9) 27 (3.2)
fﬁ%ﬁ“w. ﬂa _
When medication was 'mgested12
Prescribing physician 14 119 133
Other provider, prescribing physician not present 6 238 244
No provider 4 76 20
Unknown 81 251 332
At time of death
Prescribing physician {%) 14 (13.9) 107 {15.9) 121 {15.7)
Other provider, prescribing physician not present (%) 6 (5.9) 263 (39.2) 269 (34.8)
No provider (%) 81 (80.2) 301 {44.9} 382 (49.5)
Unknown i3

Complication

Regurgitated 0

Seizures 0

Other 0

None 20

Unknown 85
Otheroutcomeshid BRa it e e

Regained consciousness after ingesting DWDA medications’ 0 6 &

http://public.health.oregon.gov/ProviderPartnerResources/EvaluationResearch/DeathwithDignityAct/Documents/yearl 7.pdf Page Sof 6



Oregon Public Health Division

2014 1998-2013 Total
Characteristics (N=105) (N=754) (N=859)

Jiminglof DWDAever

Duration {weeks) of patient-physician relationship™

Median 19 12 13
Range 1-1312 0-1905 0-1905
Number of patients with information available 105 752 857
Number of patients with information unknown 0 2 2
Duration {days) between 1st request and death
Median 43 48 47
Range 15-439 15-1009 15-1009
Number of patients with information available 105 754 859
Number of patients with information unknown 0 g 0
Minutes between ingestion and unconsciousness™ 2
Median 5 5 5
Range 2-15 1-38 1-38
Number of patients with information available 20 487 507
Number of patients with information unknown 85 267 352
Minutes between ingestion and death' ™2
Median 27 25 25
Range (minutes - hours) 1imins-1lhr Imin-104hrs 1min-104hrs
Number of patients with information available 20 492 512
Number of patients with information unknown 85 262 347

1 Unknowns are excluded when calculating percentages.

2 Includes Oregon Registered Domestic Partnerships,

3 Clackamas, Multnomah, and Washington counties.

4 Includes patients that were enrclled in hospice at the time the prescription was written or at time of death.

5 Private insurance category includes those with private insurance alone or In combination with other insurance.

5 Includes deaths due to benign and uncertain neoplasms, other respiratory diseases, diseases of the nervous system (including multiple
sclergsis, Parkinson's disease and Huntington's disease), musculoskeletal and connective tissue diseases, cerebrovascular disease, other
vascular diseases, diabetes mellitus, gastrointestinal diseases, and liver disease.

7 First recorded beginning in 2001. Since then, 37 patients (4.7%) have chosen not to inform their families, and 16 patients {2.0%) have
had no family to inform. There was one unknown case in 2002, two in 2005, one in 2009, and 3 in 2013.

8 Otherincludes combinations of secobarbital, pentobarbital, phenobarhital, and/or morphine,

¢ affirmative answers only {"Don't know" included in negative answers}. Categories are not mutually exclusive. Data unavailable for four
patients in 2001,

10 First asked in 2003. Data available for all 105 patients in 2014, 625 patients between 1998-2013, and 730 patients for al} years.

11 The data shown are for 2001-2014 since information about the presence of a health care provider/volunteer, in the absence of the
prescribing physician, was first collected in 2001,

12 A procedure revision was made mid-year in 2010 to standardize reporting on the follow-up guestionnaire. The new procedure accepts
information about time of death and circumstances surrounding death only when the physician or another health care provider is
present at the time of death. This resulted in a larger number of unknowns beginning in 2010.

13 There have been a total of six patients who regained consciousness after ingesting prescribed lethal medications. These patients are not
included in the total number of DWDA deaths, These deaths occurred in 2005 {1 death}, 2010 {2 deaths), 2011 (2 deaths) and 2012 {1
death). Please refer to the appropriate years' annual reports on our website {(http://www.healthoregon.org/dwd) for more detail on

these deaths.
14 previous reports listed 20 records missing the date care began with the attending physician. Further research with these cases has

reduced the number of unknowns.

http://public.health.oregon.gov/ProviderPartnerResources/EvaluationResearch/DeathwithDignityAct/Dacuments/yearl7.pdf Page bofb
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ABSTRACT

Background: The 1997 enactment of the Oregon Death with Dignity Act intensified
Interest in improving physician education and skills in caring for patients at the end
of life.

Objective: To obtain hospice nurse and social workers’ collateral ratings of efforts made
by Oregon physicians to improve their palliative care skills over the previous 5 years.

Design: A descriptive survey of nurses and social workers from all 50 Oregon outpatient
hospice agencies.

Measurement and Results: Oregon hospice nurse (N = 185) and social worker (IV = 52)
respondents, who had worked in hospice for at least 5 years, rated changes they observed
over the past 5 years in physicians’ approach to caring for their hospice clients. Six
characteristics, including willingness to refer patients to hospice, willingness to prescribe
sufficient pain medications, knowledge about using pain medications in hospice patients,
interest in caring for hospice patients, competence in caring for hospice patients, and
fearfulness of prescribing sufficient opioid medications were evaluated. Positive changes
were endorsed by the majority of respondents on all but the scale measuring fearfulness
of prescribing opioid medications; on the latter, 47% of nurses rated doctors as less
fearful, whereas 53% rated them as about the same or more fearful than they were
5 years earlier.

Conclusions: Most respondents rated Oregon physicians as showing improvements
in knowledge and willingness to refer and care for hospice patients.

KEYWORDS: Hospice, Palliative, Nurses, Physicians, Pain

INTRODUCTION suicide (PAS) for terminally ill patients. In the

. . context of numerous ongoing initiatives to improve
The state of Oregon enacted the Death with Dignity education and delivery of palliative care nationwide

Act (ODDA) in 1997, legalizing physician-assisted )\ o Ti1den, 2002), the availability of this option
has stirred continued debate and required adjust-

- i X 2
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Division (PSMHDC), Portland VAMC, 3710 SW U.S. Veterans ~ WhO serve as the nexus to patients at the end of life.
Hospital Road, Portland, OR 97239, E-mail: goye@chsu.edu At the same time, there have been concerns that
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actions by the Drug Enforcement Agency would
have a chilling effect on physician willingness to
prescribe adequate amounts of narcotic analgesics
for fear of being accused of performing euthanasia.
A-recent survey (Ganzini et al., 2001) completed by
over 2,600 Oregon physicians suggests that these
health care providers have attempted to improve
their ability to care for patients at the end of life
since the passage of the Oregon law. Thirty percent
of Oregon physicians reported they had increased
their referrals to hospice and three quarters had
made efforts to improve their knowledge about pain
medications since passage of the Act, somewhat
allaying earlier published concerns that legaliza-
tion of PAS would erode efforts to improve pallia-
tive care at the end of life (Drane, 1995; Foley, 1997;
Sobel & Layton, 1997; Faber-Langendoen, 1998;
Hendin et al,, 1998). The positive clinician self-
appraisals were not confirmed by any tests of phy-
sician knowledge or skill in end-of-life care.

Oregon hospice nurses and social workers, who
work routinely with their patients’ physicians, offer
a separate source of appraisal of these purported
changes in medical care provided by physicians
over the past 5 years. We report the results of a
survey of Oregon hospice nurses and social workers
conducted in 2001, in which respondents provided
their impressions of changes over the last 5 years
made by their physician colleagues who care for
hospice patients.

METHODS

The data were embedded in a survey of Oregon
hospice nurses’ and social! workers’ views on as-
sisted suicide. The methods of this study are de-
scribed in detail elsewhere (Ganzini et al., 2002).
Between July and September of 2001, surveys were
mailed to all nurses and social workers employed
by all 50 hospices in Oregon, and an additional 2
out-of-state agencies that served clients within Or-
egon. Hospices supplied either the names of all
eligible employees (654 total) or arranged to deliver
surveys to eligible employees who wished to remain
anonymous (19 total). Each potential respondent
received a copy of the survey with a $10.00 check
{or an offer of $10.00 to those who remained anon-
ymous). Complete anonymity for all participants
was assured by the study protocol; the surveys
themselves contained no identifying information
and all returned surveys were separated from the
envelope upon receipt and assigned a new identifi-
cation number. Envelopes were tracked separately
solely for follow-up purposes. Follow-up included a
reminder posteard, a second copy of the survey, and
a personalized reminder letter. This study was re-

Goy et al.

viewed by the institutional review board at the
Portland VA Medical Center and exempted from
the requirement for obtaining informed consent be-
cause the survey was anonymous,

The survey collected basic demographic informa-
tion about each respondent. Respondents ranked
their support for or opposition to ODDA on a five-
point scale ranging from “strongly support,” to “nei-
ther support nor oppose,” to “strongly oppose.”
Hospice nurses and social workers were also asked
to provide their “overall impressions” about how the
Oregon physicians who serve as primary providers
for their hospice patients have changed over the
last 5 years. The respondents provided ratings on
six characteristics including: willingness to refer
patients to hospice, willingness to prescribe suffi-
cient pain medications, knowledge about using pain
medications in hospice patients, interest in caring
for hospice patients, competence in caring for hos-
pice patients, and fearfulness of prescribing suffi-
cient opioid medications. Respondents rated change
on a seven-point scale ranging from 1 (much less)
to 7 (much more) with a midpoint of 4 (about the
same).

Categorical data are described with frequencies
and proportions. The hospice workers’ ratings of
physician attributes on an ordinal seven-point scale
were collapsed to less, about the same, and more,
and are presented as frequencies and proportions.
Coarrelations were calculated with the Spearman
correlation coefficient.

RESULTS

Of 573 names submitted by Oregon hospices, 28
were eliminated because they no longer worked in
an eligible organization or they did not care for
Oregon patients. Surveys were returned by 397
(73%) of the remaining 545 possible respondents.
Individual hospices were represented at rates rang-
ing from 25% to 100%. Of 429 eligible nurses, 307
(72%) returned surveys, as did 90 (78%) of 116
eligible social workers (this category included 7
other licensed counselors). Beecause the questions
focused on perceptions of change over a 5-year pe-
riod, those professionals who worked in hospice 4
years or less were excluded. This final group was
comprised of 237 hospice professionals including
185 nurses and 52 social workers.

Hospice nurses and social workers are typically
concerned with different aspects of hospice care.
However, because there was no statistically signif-
icant difference in their views of physician im-
provement, the responses of the two groups were
combined. Hospice professionals generally charac-
terized Oregon physicians as having more interest

32



Oregon hospice workers’ views of physician progress

and greater competence in caring for hospice pa-
tients than they had 5 years earlier (Fig. 1); 67% of
respondents ranked physicians as more interested
in caring for hospice patients, whereas 5% viewed
them as less interested; and 66% viewed physicians
as more competent in their care of hospice patients,
whereas only 4% rated them as less competent.
Seventy-seven percent said physicians were more
willing to refer to hospice whereas only 3% of pro-
fessicnals assessed physicians as less willing to
refer to hospice over the previous 5 years, Eighty-
three percent of Oregon hospice nurses and social
workers described their physician colleagues as more
willing to prescribe sufficient pain medications for
hospice patients relative to 5 years earlier and 76%
viewed Oregon physicians as more knowledgeable
about using pain medications in hospice patients.
When asked whether Oregon physicians had
changed over the last 5 years in their fearfulness
of preseribing sufficient opioid medications, 47% of
the respondents indicated that they viewed physi-
cians as less fearful today. However, 26% of the
respondents marked that they viewed physicians as
more fearful than they were 5 years earlier.

Overall, 51% supported or strongly supported
the ODDA, 14% neither supported nor opposed the
Act, and 34% opposed the ODDA. (Table 1). Factors
such as the population size of the hospice catchment
area or individual ratings of support or opposition
to the ODDA were not associated with differences
in ratings of physicians’ performance.

217
DISCUSSION

The initial 1994 voter approval and enactment of
the ODDA in 1997 led to speculation that the option
of PAS would erode efforts to encourage physicians
to learn about and to improve palliative interven-
tions for terminally ill patients (Drane, 1995; Foley,
1997, Sobel & Layton, 1997; Faber-Langendoen,
1998; Hendin et al., 1998). In 1999, Oregon physi-
cians as a majority described themselves as having
improved their knowledge about palliative care and
the use of pain medications since passage of the act,
and they endorsed feeling more confident about
prescribing pain medications (Ganzini et al., 2001).
These findings were especially important given that
provision of comfort care interventions such as these
has been significantly associated with patients
changing their minds about assisted suicide (Gan-
zini et al., 2000). Physicians, however, may not be
the best sole judges of their own progress, and their
actual skill and knowledge in end-of-life care was
not assessed. Hospice crganizations provide sup-
port to approximately 37% of those who die in
Oregon (Ann Jackson, Oregon Hospice Association,
pers. commun.), and 83% of those who have chosen
physician-assisted suicide have been enrolled in
hospice. In some Oregon hospices, the hospice med-
ical director cares for enrolled patients, but for the
majority of hospice patients, their own primary
care provider continues to care for them throughout
the hospice course. The nurses and social workers

8 More Than Five Years Ago
Aboul the Same as Five Years Ago
OLess Than Five Years Ago

Willingness to Prescribe
Sufficient Pain Medication, N=232

Willingness to Refer Patients to
Hospice, N=233

Knowledge About Using Pain
Medications in Hospice Patients,
N=233

Interest in Caring for Hospice
Patients, N=233

Competence [n Caring for
Hospice Patients, N=233

Fearfulness of Prescribing
Sufficient Cpiold Medications,
N=233

471 I

40 50 60 70 80 90 100

Respondents, %

Fig. 1. Hospice workers’ views of how Oregon physicians have changed over the last 5 years.
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Table 1. Characteristics of Oregon nurses and social workers who worked in hospice
for more than 4 years
Nurse Social worker
respondents respondents
Characteristic (N = 185) (N = 52} P value
Age, mean (SD) 50 (9) 49 (8) 0.74
Sex <0.001
Male T (4) 18(27)
Female 177 (96) 38(73)
Missing 1 0
Population of hospice service area 0.83
Less than 25,000 (rural) 78(42) 17(33)
25,000-250,000 (medium town) 63(34) 19 (37}
Greater than 250,000 (large urban) 42(23) 12 (23)
Missing 2 4
Attitude toward the Oregon Death with Dignity Act 0.02
Strongly support 35(19) 20(39)
Support 51(28) 15(29)
Neither support nor oppose 28(15) 6(12)
Oppose 30(16) 6(12)
Strongly oppose 41(22) 4(8+)
Missing 1

Values are number (percentage} unless otherwise indicated.

of Oregon hospice organizations are in a unique
position to independently evaluate the strides made
by their physician colleagues over the past 5 years.

In this study, the majority of Oregon hospice
workers reported their opinion that physicians had
made positive strides towards improving their abil-
ity to care for hospice patients. Three quarters of
respondents positively rated physician progress in
learning about pain medications; the same self-
appraisal was endorsed by 76% of the physician
respondents on the earlier study. Hospice workers
also rated physicians as showing gains in their
willingness to refer and care for hospice patients,
and viewed them as increasingly competent in car-
ing for their hospice patients over the past 5 years.
Similarly, only 3% of Oregon physicians reported
that they had made fewer referrals to hospice in the
gpan between 1994 and 1999; 30% reported they
had increased the number of hospice referrals. In
Oregon, the number of patients who died in hospice
care increased from 22% in 1994 (the year the
ODDA passed) to 37% in 2002.

Taken together, these views offer further support
for the encouraging conclusion that palliative care
in Oregon has improved in the span from 1997 to
2001 when our survey was conducted. Our data do
not allow attribution of this positive change directly
to the ODDA. Nationwide there have been exten-
sive efforts to improve end-of-life care, and there
are no data that allow us to compare progress made
by physicians in other states. Since passage of the

ODDA, however, many attempts have been made to
improve palliative care. Educators at Oregon Health
& Science University enhanced the medical school
curriculum in end-of-life care beginning in 1995
(Lee & Tolle, 1996). Palliative eare teams have been
instituted at hospitals, conferences throughout the
state have centered on end-of-life care, and efforts
are underway to identify and remove barriers to
hospice access (Tolle et al., 2000).

These findings were consistent across variables
that theoretically might have influenced the opin-
ions expressed. For example, hospice professionals
endorsed improvements in physician willingness to
refer to hospice uniformly across rural, medium
city, and large urban settings, even though it may
be more difficult to negotiate hospice referrals in
sparsely populated regions and physicians in these
areas may lack opportunities for education about
end-of-life care. Support for or opposition to the
ODDA did not have significant influence on nurses
or social workers’ overall positive appraisals of
progress made by physicians over the last 5 years,

The prescribing of opioid pain medications poses
a precarious balancing act for Oregon physicians.
On the one hand, there have been extensive efforts
to overcome physician resistance to treating pain in
terminally ill patients. The Oregon Board of Medi-
cal Examiners (www.bme.state.or.us) has sanctioned
a physician who consistently failed to adequately
treat pain. On the other hand, physicians face ques-
tions from their state licensing board for opioid
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treatment that may result in a hastened death.
Moreover, some may feel that the ODDA has re-
sulted in increased scrutiny of their prescribing
practices. The United States Department of Justice
is actively pursuing efforts to overturn the ODDA
and to punish physicians who prescribe lethal med-
ications with the intent to hasten death. Physicians
may anticipate being second-guessed as to their
intentions. To some degree, this ambivalence is
reflected in hospice professionals’ rating of physi-
cian changes over the past 5 years regarding their
fearfulness of preseribing sufficient opioid medica-
tions. While 47% of hospice workers rated physicians
as “much less” to “a little less” fearful of prescribing
opioids to sufficiently control pain, 27% ranked them
as “about the same” as 5 years ago, and 26% ranked
physicians as more fearful. Interestingly, physi-
cians appear to remain fearful of consequences re-
lated to their prescribing practices, and yet they are
providing better care despite their fears. A recent
rating of end-of-life care in all 50 states by Last Acts
{2002) advocates for more explicit state guidelines
to address undertreatment of pain. In Oregon, there
is currently no statewide policy on pain manage-
ment, Given that adequate palliative care presents
a critical alternative to physician-assisted suicide,
these results suggest that physicians may continue
to need clearly delineated guidelines and legal safe-
guards that prioritize pain management in order to
prescribe for pain control with confidence.

There are several limitations {o this study. We
did not precede this survey with qualitative stud-
ies. As such, we may not have included items of
importance that would have emerged in qualitative
interviews. Not all hospice workers responded to
this survey, and not all who responded completed
every question. These data represent hospice work-
ers’ impressions, and the precision and validity of
these impressions cannot be verified. As previously
noted, across the United States similar efforts are
being made to improve physician abilities to care
for patients at the end of life. Because we did not
survey hospice professionals in states other than
Oregon, we cannct determine whether our findings
are specific to Oregon or representative of secular
changes across the nation.
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HE OREGON DEATH WITH DIG-

nity Act was passed by ballot

measure in 1994, and enacted in

October 1997. This measure le-
galized physician-assisted suicide by al-
lowing a physician to prescribe a lethal
dose of medication for a mentally com-
petent, terminally ill patient for the pur-
pose of self-administration. Experts pre-
dicted that legalized assisted suicide
would divert attention and resources
from efforts to improve care for dying pa-
tients.*® Several lines of evidence, how-
ever, support the contention that care for
terminally ill patients in Oregon has im-
proved since the passage of the Death
with Dignity Act. For example, more
than one third of Oregonians who die are
enrolled in a hospice program and two
thirds have completed an advance direc-
tive before death.® Since legalization,
death from physician assisted suicide has
been rare,® but little is known about the
broader effects of the Death with Dig-
nity Act on clinical practice or the per-
spectives of Oregon physicians on care
of the dying,

In 1999, we surveyed all Oregon phy-
sicians who were eligible to prescribe
under the Death with Dignity Act. Based
on responses of 144 physicians (5% of

©2001 American Medical Association. All vights reserved.

Context The Oregon Death with Dignity Act, passed by ballot measure in 1994 and
enacted in October 1997, legalized physician-assisted suicide for competent, termi-
nally ill Oregonians, but little is known about the effects of the act on clinical practice
or physician perspeciive.

Objective To examine Oregon physicians’ attitudes toward and practices regarding
care of dying patients since the passage of the Death with Dignity Act.

Design, Setting, and Participants A self-administered questionnaire was mailed
in February 1999 to Oregon physicians eligible to prescribe under the act. Of 3981
eligible physicians, 2641 (66%) returned the questionnaire by August 1999,

Main Outcome Measures Physicians’ reports of their efforts to improve care for
dying patients since 1994, their attitudes, concerns, and sources of information about
participating in the Death with Dignity Act, and their conversations with patients re-
garding assisted suicide.

Results A total of 791 respondents (30%) reported that they had increased refer-
rals to hospice. Of the 2094 respondents who cared for terminally il patients, 76 %
reported that they made efforts to improve their knowledge of the use of pain medi-
cations in the terminally ill. Nine hundred forty-nine responding physicians (36%) had
been asked by a patient if they were potentially willing to prescribe a lethal medica-
tion. Seven percent of all survey participants reported that 1 or more patients became
upset after learning the physician's position on assisted suicide, and 2% reported that
1 or more patients left their care after learning the physician’s position on assisted sui-
cide. Of the 73 physicians who were willing to write a lethal prescription and who had
received a request from a patient, 20 (27 %) were not corfident they could determine
when a patient had less than 6 months to live,

Conclusion Most Oregon physicians who care for terminally ill patients report that
since 1994 they have made efforts to improve their ability to care for these patients
and many have had conversations with patients about assisted suicide.

JAMA, 2001;285:2363-2369 www.jama.com

respondents) who had received a re-  Author Affiliatlons: Department of Veterans Af-

quest for physician-assisted suicide, we
published information on the charac-
teristics and outcomes of requesting pa-
tients and the interventions made by
physicians other than assisted sui-
cide.® These data indicated that 1 in 10
requests for a lethal prescription re-
sulted in assisted suicide. Physicians re-
ported that as a result of palliative in-
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|
Table 4, Characteristics of Responding
Physicians*

Respondents
Characteristic {N = 2641)
Age. mean (SD), yt 48{10)
Sex
Men 2027 (77)
Women 549 (21)
Missing 65 (2)
Importance of religion, 6.3(3.6)
mean (SD)¢
Religious affiliation
Catholic 386 (15)
Protestant 1028 (39)
Jewish 186 (7)
Muslim 10 [<1)
Other 203 (8)
None 795 (30)
Missing 3001}
Practice setting§
Private or group practice 2062 (78)
Health maintenance 262 (10)
organization
Medical schoo! 184 (7)
Veterans Affairs 70(3)
Other 204 (8}
Primary speciaity
Internal medicing]| 954 (36)
Famiiy practice 669 (25)
General surgery or surgical 560 {21)
subspecialty
General practice 79 (3)
Gynecology 240 (9)
Neurology 81 (3)
Radiation oncology 28{1)
Other 21{1)
Missing 9{<)
Size of population in practice
location
Rural or small town 592 (22)

(population <25 000)

Medium-sizad city 865 (33)
(population

25 000-250 000}

Large city {population 1167 (44}

>250000) or suburb
Missing 23(1)

*Values are expressed as number {percentage) unless oth.
erwise indicated.

tFar comparison of respondents vs norrespondents (47
[10] years), P = .001.

tMeasured using a Likert scale with scores ranging from
0 {religion nat important to me) to 10 [refigion is impor-
tant to me).

85ome physicians chose more than 1 practice setting.

{IFor comparison of respondents vs nonrespondents (338
[40%]), P = .03. "Other” category excluded from analy-
sis because this was net an option for nenrespondents.

terventions, some patients changed
their minds about assisted suicide.
This article is based on information
submitted by the Oregon physicians who
responded to our survey. We report
these physicians’ attitudes toward the
Death with Dignity Act and caring for
dying patients, their efforts to improve
their ability to care for dying patients,
their auitudes, concerns, and sources of
information about writing lethal pre-
scriptions, and their discussions and ex-

2364 JAMA, May 9, 2001—Vol 285, No. 18 {Reprinted)

periences with patients regarding as-
sisted suicide. We compare the
characteristics of physicians who re-
ceived requests for a lethal prescrip-
tion with those who did not.

METHODS

This study is based on the results of a
mailed, self-administered survey. The
methods of this study have been previ-
ously described & We purchased a list of
all licensed physicians from the Or-
egon Board of Medical Examiners. For
the purposes of this study, we included
physicians actively practicing in the
fields of internal medicine and its sub-
specialties, family practice, general prac-
tice, gynecelogy, surgery and its sub-
specialties, radiation oncology, and
neurology. We excluded physicians in
training and retired physicians,

The survey instrument was devel-
oped after reviewing previous surveys
on this issue, having discussions with
experts in care of the dying, and solic-
iting information from Oregon physi-
cians who had received requests for as-
sisted suicide, Survey questions were
refined following pretesting with a con-
venience sample of 20 physicians. All
questions had forced-choice answers.
The survey included demographic char-
acteristics of the physicians, their atti-
tudes toward caring for dying pa-
tients, the degree to which they had
sought to improve their knowledge
about care of dying patients since 1994,
and their perceptions about hospice
care in Oregon. Survey questions elic-
ited information about physicians' at-
titudes toward the Death with Dignity
Act, their willingness to prescribe le-
thal medications consistent with the
law, their concerns about participat-
ing in the Death with Dignity Act, their
sources of information about this law,
and their conversations with patients
about assisted suicide. '

We mailed the survey in February
1999, a reminder postcard 2 weeks later,
and a second copy of the survey in
March 1999, which was coordinated
with a fax or a telephone call. In May
1999, after 47% of the sample had re-
sponded, we sent a third copy of the

survey with a check for $25 and a let-
ter of endorsement from the Governor
of Oregon, John Kitzhaber, MD. Sur-
veys were accepted through August
1999. The survey was anonymous and
exempted from the requirement for in-
formed consent by the institutional re-
view board at Oregon Health Sciences
University. To allow tracking of the
questionnaires, returned envelopes
were coded with an identifying num-
ber, The survey was separated from the
identifying envelope on receipt and re-
coded to render it anonymous. Sur-
veys that were at least two-thirds com-
plete were scanned into an electronic
database.

Data Analyses

Summary statistics included propor-
tions for categorical variables and means
with SDs for continuous variables. As-
sociations between categorical vari-
ables were assessed with the Pearson y?
test. We fit logistic regression models
to predict the probability that a physi-
cian received a request for a lethal pre-
scription. We used 2 different variable
selection schemes: stepwise variable se-
lection and best possible model (as
evaluated by the score statistic) among
K variable models with k starting at 1
and increasing. The latter procedure
was used as a check to ensure the step-
wise procedure did not miss a better
model. Regression analyses were run
using SAS Version 7.0 {SAS Institute
Ine, Cary, NC) and summary statistics
were determined using SPSS Version 9.0
(5PSS Inc, Chicago, I11).

RESULTS

Of 4544 physicians on the list from the
Oregon Board of Medical Examiners,
212 were in training, 343 were retired
or not in practice, and 8 were de-
ceased. Of the remaining 3981, 2641
(66%) returned a survey that was at
least two-thirds complete. TABLE 1 out-
lines the characteristics of the respon-
dents. Seventy-seven percent of re-
sponding physicians were men, 61%
practiced internal medicine or family
practice, and 22% practiced in a town
with a population of less than 25000,

©2001 American Medical Association, All rights reserved.
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Physicians who returned their survey
after the third request (with accompa-
nying $25.00 incentive) were more
likely to “neither support nor oppose”
the Death with Dignity Act and less
likely to “support” the act (P=.003);
and more likely to indicate they were
“unwilling” to write a lethal prescrip-
tion compared with respondents “will-
ing” to write a lethal prescription
{P=.003). Otherwise, these 2 groups did
not differ on specialty, population of
practice, or number of terminally ill pa-
tents cared for in the previous year
(data not shown),

Oregon Physicians' Attitudes
Toward and Efforts to Improve
Care of Dying Patients

In the previous year, 4 of 5 respon-
dents had cared for at least 1 termi-
nally ill patient, more than cne third had
cared for 6 or more terminally ill pa-
tients, and 8% had cared for 21 or more
terminallyill patients (TABLE 2). Thirty-
five percent of physicians (74/213) who
cared for 21 or more terminally il pa-
tients per year practiced in the special-
ties of oncology, radiation oncology,
pulmonology, or geriatrics. Twenty-
seven percent of all respondents had re-
ferred 6 or more patients to hospice in
the previous 12 months. Thirty per-
cent of respondents reported that they
had increased the number of patients
they referred to hospice since 1994,
while only 72 (3%) had made fewer
hospice referrals. Thirty-three percent
of responding physicians perceived that
the availability of hospice for their pa-
tients had increased since 1994, while
less than 1% claimed that hospice was
less available,

A high propeortion of physicians re-
ported they had made efforts to im-
prove their knowledge of palliative care
since 1994 (FIGURE 1}. Among the 2094
physicians who cared for at least 1 ter-
minally ill patient in the previous year,
76% reported that they had made ef-
forts to improve their knowledge of the
use of pain medications in the termi-
nally ill “somewhat” or “a great deal,”
69% reported that they sought to im-
prove their recognition of psychiatric

€001 Amercan Medical Association, All vights reserved.
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L ________________________________________________
Table 2. Views of Oregon Physicians on Hospice Care and the Oregon Death with Dignity Act

No. (%) of
Respondents
Characteristics {N = 2641}
Terminally il patients cared for in previous 12 mo
4] 530 {20)
1-5 1144 (43)
5-20 739 (28)
=21 213 (8)
Missing 15{1}
Patients referred to hospice in previous 12 mo
0 730 (28)
1-5 1183 (45)
§-20 619 (23)
=21 88 (3)
Missing 1 (<N
Hospice referrals in 1998 compared with 1994
Much higher 174 [4)
Somewhat higher 677 {26)
No change 16439 (62)
Somewhat lower 37(1)
Much lower 35(1)
Missing 129 (5)
Change in availablity of hospice service for patients between 1984 and 1998
Much mare availsble 2301(9)
Somewhat more available 634 (24)
No change 1655 (63)
Somewhat less available 16 (1)
Much less avallable 3{<1)
Missing 103 (4)
Writing a letha! prescription is immoral or unethica
Agree 784 (30)
Neither agree nor disagree 281 (11}
Disagree 1550 (59)
Missing 16 {1}
Attilud_e% toward Death with Dignity Act or iegalization of physician-assisted
SuICH
CSt?ongWy support 576 (22)
Support 773 (29)
Neither support nor cppose 449 (17}
Oppase 408 (15)
Strongly oppose 424 {16)
Missing 11{<1)
Change in position on Death with Dignity Act since 1984
More supportive 346 (13)
No change 2108 (80)
More opposed 174 (7)
Missing 13 (<)
Willingness to prescribe a lethal medication consistent with
the Death with Dignity Act
Willing 886 [34)
Uncertain 524 (20)
Unwilling 1217 {48)
Missing 14 (1)
Change in wilingness to prescribe consistent with the Death with Dignity Act
since 1994
More wiling 373 (14}
No change 2044 (77)
Less wiling 201 (8)
Missing 23(1)
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Figure 1. Attitudes and Confidence in Care of Dying Patients
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Responses of 2094 Oregon physicians who cared for at least 1 terminally ill patient in previous year.

disorders, such as depression, and 79%
reported that their confidence in the
prescribing of pain medications had im-
proved.

Physicians who had cared for 1 or
more dying patients in the previous year
were asked about their attitudes toward
care of dying patients (Figure 1). In gen-
eral, these physicians were confident in
the care of dying patients, felt compe-
tent in communicating with dying pa-
tients, and reported that they rarely
avoided dying patients. However, 38%
reported they found caring for dying pa-
tients “niot at ali” or “only a little” emo-
tionally satisfying, and 46% reported that
this type of work was “not atall” or “only
a little” intellectually satisfying,

Oregon Physicians' Views on the
Oregon Death with Dignity Act
Thirty percent of all physician respon-
dents agreed with a statement that
writing a lethal prescription for a
patient under the Death with Dignity
Act was immoral and/or unethical,
59% disagreed, and 11% neither dis-
agreed nor agreed (Table 2). A total of
1349 respondents (51%) supported
the Death with Dignity Act, 832
(32%) opposed it, and 449 (17%) nei-
ther supported nor opposed the law.

2366 JAMA, May 9, 2001-—Vol 285, No. 18 (Reprinted)

Four out of 5 claimed they had not
changed their views on the law since
it passed in 1994. For those who did
change their view, almost twice as
many reported that they had become
more supportive (13%) than more
opposed (7%). Fourteen percent of
physicians reported that they had
become more willing to prescribe a
Iethal medication since 1994, but 8%
were less willing, Overall, one third of
respondents were willing to write a
lethal prescription under the law, 20%
were uncertain, and 46% were unwill-
ing. Fifty-three percent of respon-
dents would consider obtaining a
physician's assistance to end their
own lives if terminally ill, including
88% of those who were willing to pre-
scribe a lethal medication for a
patient.

Effect of the Oregon

Death with Dignity Act on
Physicians’ Clinical Practice
Ninety-one percent of respondents were
“somewhat” or “a great deal” comfort-
able discussing their opinion of the
Death with Dignity Act with a patient
who would ask. Only 18% of physi-
cians agreed with the statement that
“since the Death with Dignity Act was

enacted, some patients expect me to be
available to provide a lethal prescrip-
tion.” One or more patients had asked
949 respondents (36%) if they would
potentially be willing to prescribe a le-
thal medication (TaBLE 3), including
54% of physicians (513/952) who had
cared for 6 or more terminally ill pa-
tients in the previous year.

Overall, 21% of physicians reported
that at least I patient was more posi-
tive or comfortable about the physi-
cian’s care after knowing the physi-
cian’s position on the Death with
Dignity Act. Twenty-eight percent of
physicians who were opposed to the
law reported that at least 1 patient in
their care was more positive knowing
the physician’s position on the Death
with Dignity Act, compared with 21%
of physicians who supported the law
and 10% who neither supported nor
opposed the law (P<<.001). Since the
Death with Dignity Act was enacted,
at least 1 patient in 7% of physicians’
practices became upset or concerned
because of the physician’s position on
physician-assisted suicide; 2% of phy-
sicians reported that a patient left
their care after knowing the physi-
cian's position (Table 3). More than
twice as many physicians who
opposed the Death with Dignity Act
reported that a patient was concerned
or upset or left the physician's prac-
tice because of the physician's view on
assisted suicide, compared with physi-
cians who supported the Death with
Dignity Act. Six percent of physicians
had initiated a discussion about
physician-assisted suicide with a ter-
minally ill patient, including 10% of
physicians who opposed the law and
6% of physicians who supported the
law.

Characteristics of Physicians

Who Received Requests

for Assisted Suicide

Since November 1997, 144 physicians
(5%) had received an explicit request for
a lethal prescription as set forth in the
Death with Dignity Act.® Logistic regres-
sion analyses were performed to model
characteristics predictive of physicians

©2001 American Medical Association. All rights veserved.

Downloaded from www.jama.com by guest on June 30, 2008



who received a request (TABLE 4). Vari-
ables considered in the model included
physician sex, specialty, population of
practice, number of terminally ill pa-
tients cared for in previous year, will-
ingness to prescribe a lethal prescrip-
tion, attitudes toward care of dying
patients, confidence in the use of pain
medications, and degrees of improve-
ment in knowledge of pain or psychi-
atric medications in terminally ill pa-
tients since 1994. The 2 variable
selection schemes yielded the same
“best” model. Fach ordinal increase in
number of terminally ill patients cared
for in the previous year resulted in an
increased likelihood of receiving a re-
quest for a lethal prescription such that
physicians who cared for 21 or more ter-
minally ill patients per year were 29
times more likely to receive a request
than physicians who cared for no ter-
minally ill patients in the previous year.
Other significant predictors included
willingness Lo write a prescription, find-
ing care of the dying patient intellectu-
ally satisfying, and having sought to im-
prove knowledge of pain medications
since 1994.

Sources of Information and
Physician Concerns About
the Death with Dignity Act
Among the 1841 physicians who were
not morally opposed to writing a lethal
prescription, 58% were at least “a little”
concerned about being labeled a
“Kevorkian” if they wrote a lethal pre-
scription, 82% were concemed that writ-
ing a lethal prescription might violate fed-
eral Drug Enforcement Agency law, and
65% were concerned that their hospital
might sanction them (FIGURE 2). The
Death with Dignity Act allows hospital
systems to forbid writing prescriptions
under the act on their premises or by
physicians they directly employ. Eigh-
teen percent of respondents practiced in
a hospital system that has a policy for-
bidding prescription of lethal medica-
tions in accordance with the Death with
Dignity Act.

Among the 886 physicians who were
willing to prescribe, 23% had received in-
formation from a gnidebook produced

42001 American Medical Association. All vights resecved.
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Table 3. Oregon Physicians’ Conversations With Patients About Assisted Suicide

Physiclans' Attitude Toward

the Death with Dignity Act, No. (%)

Overall Neither Support P
(N =2641) Support nor Oppose Oppose  Value
Since November 1997, physician
asked by patient if potentially
willing 10 prescribe lethal
medicaticn
No patients 1684 (64) 855 (64) 316 (71) 505 (61)
1-2 patients §211{24) 317 (24 T8(17) 224 (27} o1
=1 patlerts 328[12) 17313} 54 (12) 100 (12} '
Missing B8(<1)
Physician reported patient
concerned or upset about
physiclan's position on
assisted suicide
No patients 2444 (93) 1279 (96) 419 (94) 735 (89)
=1 patlent 180 {7) 60 (4) 28 (5) 92 (11} :l <.001
Missing 17 (1)
Physiclan reported patient left
care because of physician’s
position on assisted suicide
No patients 2566{97) 1320 (99) 439 (98) 796 (96}
=1 patient 58 (2) 19 (1) 702 32 (4) .007
Missing 17 {1}
Physician reported patlent fek
mare positive about care after
knowing physician’s position
No patients 2057 (78) 1058 (79) 398 (89} 592 (72)
1-2 patients 290{11)  167(13 29 () 93 (11) <.001
=3 patlents 268(10) 111 1(8) 20 (4) 137 (17) )
Missing 26 (1)
Physician initlated discussion of
assisted sulcide with
terminally ill patient since
November 1997
No 2465 (93) 1268 (84) 440 (98) 747 (90)
Yes 166 [B) 76 (6) 9(2) 81 [10}:| <.001
Missing 10 {<1)

by the Oregon Health Sciences Univer-
sity Center on Ethics in Health Care en-
titled The Oregon Death with Dignity Act:
A Guidebook for Health Care Providers,
21% had received information on the
Death with Dignity Act from other phy-
sicians, 11% had received information
from the Oregon Medical Association,
9% from a group that advocates for per-
sons who elect assisted suicide, and 8%
from experts or resource persons in their
health care system. Fifty-five percent of
all physicians who were willing to pre-
scribe, including 15% (11/73) of will-
ing physicians who had actually re-
ceived a request, had not sought
information about the law from any
source. Twenty-seven percent of all will-

ing physicians, including 16% {12/73) of
willing physicians who had received a re-
quest, were “not at all” or “only a liztle”
confident about finding reliable infor-
mation about what to prescribe for a le-
thal medication. Thirty-eight percent of
willing physicians, including 27% (20/
73) of willing physicians who had re-
ceived a request, were “not atall” or “only
a little” confident about their ability 1o
determine when a patient has less than
6 months to live.

COMMENT

The passage of the Death with Dignity
Actdivided Oregon's medical commu-
nity; however, both proponents and op-
ponents of this law did agree that it un-

{Reprinted) JAMA, May 9, 2001—Vol 285, No, 18 2367
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derscored the need to improve care of
the dying in Oregon. Many physicians
who responded to the survey reported
they had made efforts to improve their
ability to care for terminally ill pa-
tients, were more likely to refer these
patients to hospice, and believed that
hospice is more accessible since pas-
sage of the Death with Dignity Act. In
1994, 22% of all deaths in Oregon oc-
curred in persons enrolled in hospice;
by 1999, the propertion had increased

Table 4. Predictors of Oregon Physicians
Receiving an Explicit Request for Assisted
Suicide Since Enactment of the Death with
Dignity Act

Adjusted
Odds Ratio
(95% Confidence
Interval}*
Number of terminally 1l
patients physician cared
for in previous years
None 1.0
1-5 6.7 (1.6-27.9)
6-20 13.5 (3.3-56.4)
=21 287 (6.7-122.6)
Physician finds caring
for dying patients
intellectually satisfying
Not at all or cnly & 1.0
little
Somewhat 1.8 (1.2-2.8)
A great dea! 3.7 (2.3-6.0)
Physician sought to improve
knowledge
of pain medication in
terminally il
Not at all or only 1.0
a little

At least scmewhat 1.7 (1.0-3.0)
Physician wilingness to
prescribe a lethal
medicaticn
Unwillng or 1.0
uncertain
Willng 2.1 {1.5-3.0)

*See the "Results” section for a list of adjusied variables,

to 35%. Despite the respondents’ per-
ception that hospice had become more
available since 1995, the geographic
range and capacity of community hos-
pice increased only minimally be-
tween 1995 and 1999 (Ann Jackson,
MBA, written communication, Octo-
ber 1,2000). This suggests that physi-
cians became more aware of already
available services.

In 1999, assisted suicide was the
cause of death in 9/10000 of Oregon
deaths, and between 1997 and 1999, 5%
of Oregon physicians received an ex-
plicit request for a prescription for a le-
thal medication.®? A much larger pro-
portion of physicians discussed assisted
suicide or the Death with Dignity Act
with patients. Physicians perceived that
more patients found these conversa-
tions helpful than upsetting, whether
the physicians supported or opposed as-
sisted suicide. In some cases, how-
ever, these conversations resulted in a
rupture of the relationship, and these
ruptures were more likely if the phy-
sician opposed assisted suicide. Or-
egon patients who feel strongly about
the right to pursue assisted suicide may
prefer to find a physician whose val-
ues match theirs early in the course of
treatment to avoid having to doso ata
later stage of illness. On the other hand,
such disruptions may be unnecessary
if the physician conveys empathy, re-
spect, and understanding, and clari-
fies his/her willingness to refer the pa-
tient to another physician in a manner
that does not communicate abandon-
ment, should the desire foralethal pre-

Figure 2. Concerns About Prescribing Lethal Medications

M A Great Deal Only a Little
Somewhat

CINot at AN

May Violate Federal Drug Enfarcement Agency Laws
Hospital May Sanction Me

Concemed Abcut Belng Labeled a “Kevorkian®
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Responses of 1841 Oregon physicians whe are not morally opposed to physiclan-assisted suicide.
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scription persist despite palliative care.

In general, patient queries and con-
cerns about assisted suicide as well as
explicit requests for lethal medica-
tions were especially common for phy-
sicians who cared for many terminally
ill patients—each ordinal increase in the
number of terminally ill patients cared
for increased odds of receiving an ex-
plicit request for assistance in suicide
between 2 and 7 times. Some comren-
tators have expressed concern, and
some studies have supported that re-
quests for assisted suicide may occur in
the context of poor care, including phy-
sician’s negative attitudes about care of
the dying, or lack of physician knowl-
edge about alternatives to assisted sui-
cide.’®® Although cur data cannot ad-
dress all of these concerns, we did find
that Oregon physicians who received
requests rated themselves more intel-
lectually satisfied by care of dying pa-
tients and more likely to have at-
tempted to improve their knowledge of
prescribing pain medication for the ter-
minaly il than Oregon physicians who
did not receive requests.

Other survey findings, however, are
of concern. Among physicians who were
willing to prescribe and who had re-
ceived a request for a lethal prescrip-
tion, 1 in 7 had not obtained informa-
tion about the Death with Dignity Act
from any 1 of several credible sources,
1 in 6 were not confident about finding
reliable lethal prescribing information,
and 1 in 4 were not confident in deter-
mining 6-month life expectancy. Pa-
tients who make requests of these phy-
sicians may receive a lethal prescription
without the comprehensive evaluation
currently recommended.?® We previ-
ously demonstrated that palliative inter-
ventions were significantly associated
with changes of mind about assisted sui-
cide among dying patients in Oregon.?
These findings underscore that Or-
egon's extensive efforts at palliative care
education must continue if patients are
1o obtain assisted suicide as only an op-
tion of last resort. It also reinforces the
need for the second physician consult-
ant (as required in the act) to have ex-
pertise in end-of-life care and the act.!
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There are several limitations in our
study. We did not measure actual phy-
sician skill in pain and symptom con-
trol. One study of oncologists revealed
that the physicians' seif-assessment of
their palliative care skills appeared to ex-
ceed their practice as assessed by treat-
ment scenarios (Ezekiel J. Emanuel, MD,
PhD, written communication, Qctober
17,2000}. Of concern, one study™ docu-
ments an increase in families’ percep-
tions of pain among Oregon patients
who died in acute care hospitals be-
tween 1997 and 1998. Respondents were
slightly older and less likely to special-
ize in internal medicine than nonre-
spondents. Finally, it cannot be con-
cluded that attempts by Oregon
physicians to improve their ability to care
for terminally ill patients is solely attrib-
utable to passage of the Death with Dig-
nity Act. Nationally, there have been ex-
tensive elforts to improve physicians’
competence in caring for dying pa-
tients, Whether the efforts of Oregon
physicians differ from the efforts of phy-
sicians in other states is unknown, asno
comparison is available. Our results are

more important in countering con-
cerns that legalized assisted suicide
would undermine attemnpts to enhance
care for the dying,

Assisted suicide is legal only in the
Netherlands and Oregon. Studies from
Oregon offer a rare opportunity to ex-
amine changes in end-of-lile care in the
context of legalized assisted suicide.
Overall, our findings reinforce that Or-
egon physicians have made care of the
dying a focus for their own profes-
sional education since 1994 and are
more likely to refer patients to hos-
pice. Many physicians who care for ter-
minally ill patients have had conversa-
tions with patients about this issue.
Rarely are these conversations upset-
ting for the patient. A large propor-
tion of physicians, despite not being
morally opposed to assisted suicide,
have practical concerns about partici-
pating in the Death with Dignity Act
and only a minority are willing to pro-
vide a lethal prescription to a quali-
fied patient. Some physicians who are
willing to assist in legalized suicide may
lack knowledge necessary to evaluate

END-OF-LIFE CARE IN OREGON

patients’ eligibility. On the other hand,
requests are more likely to come to phy-
sicians who report that they care for
many terminally ill patients, find their
care intellectually satisfying, and have
attempted to improve their knowl-
edge of pain medications.
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ABSTRACT

Background Physician-assisted suicide was legal-
ized in Oregon in October 1897, There are data on pa-
tients who have received prescriptions for lethal med-
ications and died after taking the medications. There
is little information, however, on physicians’ experi-
ences with requests for assistance with suicide.

Methods Between February and August 1989, we
mailed a questionnaire to physicians who were eligi-
ble to prescribe lethal medications under the Oregon
Death with Dignity Act.

Results  Of 4053 eligible physicians, 2649 (65 per-
cent} returned the survey. Of the respondents, 144
{5 percent) had received a total of 221 requests for
prescriptions for lethal medications since October
1997. We received information on the outcome in 165
patients (complete information for 143 patients and
partial for an additional 22). The mean age of the pa-
tients was 68 years; 76 percent had an estimated life
expectancy of less than six months. Thirty-five per-
cent requested a prescription from another physi-
cian. Twenty-nine patients {18 percent) received pre-
scriptions, and 17 (10 percent) died from taking the
prescribed medication. Twenty percent of the patients
had symptoms of depression; none of these patients
recelved a prescription for a lethal medication. In the
case of 68 patients, including 11 who received pre-
scriptions and 8 who died by taking the prescribed
medication, the physician implemented at least one
substantive palliative intervention, such as control of
pain or other symptoms, referral to a hospice pro-
grarn, a consultation, or a trial of antidepressant med-
ication. Forty-six percent of the patients for whom
substantive interventions were made changed their
minds about assisted suicide, as compared with 15
percent of those for whom no substantive interven-
tions were made (P<0.001).

Conclusions Our data indicate that in Oregon, phy-
sicians grant about 1 in 6 requests for a prescription
for a lethal medication and that 1 in 10 requests ac-
tually results in suicide. Substantive palliative inter-
ventions lead some — but not all — patients to change
their minds about assisted suicide. (N Engl J Med
2000,342:557-63.)
©2000, Massachusetts Medical Society,

HE Oregon Death with Dignity Act, en-
acted on October 27, 1997, legalized physi-
cian-assisted suicide in the state of Oregon.}
This law allows the physician who has pri-
mary responsibility for managing a patient’s terminal
illness to prescribe a dose of lethal medication, which
the patient may administer. The prognosis (death with-

in 6 months) must be confirmed by a consultant, and
the patient must make two oral requests and one writ-
ten request over a period of 15 days. Referral to a
mental health professional is required if either the at-
tending physician or the consultant is concerned that
the patient’s judgment may be impaired by a mental
disorder.

Physicians are required to report to the Oregon
Health Division that they have prescribed the med-
ication and complied with the act’s safeguards. The
Oregon Health Division has reported information
on 57 patients who received prescriptions for lethal
medications in 1998 and 1999, including 43 who
died after administering the medications themselves.?3
These reports have been limited vo patients who ac-
tually received prescriptions and do not provide infor-
mation on physicians’ experiences with requests for
assistance with suicide,

We surveyed physicians in Oregon who were eligi-
ble to prescribe lethal medications under the new law.
We sought to describe the characteristics of physicians
who have received requests for assistance with sui-
cide, the characteristics and outcomes of the patients
who requested prescriptions, the reasons for the re-
quests, and any interventions that were carried out
or recommended other than the prescription of le-
thal medications.

METHODS

We mailed a questionnaire to all licensed physicians practicing
in Oregon in the fields of internal medicine and its subspecialdies,
family practice, general practice, gynecology, surgery and its sub-
specialties, therapeuntic radiology, and neurology. The list of phy-
sicians was purchased from the Oregon Board of Medical Exam-
iners. We excluded physicians in training,

The questionnaire was based on those used in previous studies
of this issuet? and on discussions with physicians in Oregon who
had received requests for assistance with suicide and who had pro-
vided such assistance. Faculty members and scholars of the Project
on Death in America, members of the Task Force to Imprave the
Care of Terminally Il Oregonians, and physicians known to be
strongly for or against the lepalization of assisted suicide reviewed
the questionnaire. It was refined after pretesting with a conven-
ience sample of 20 physicians, including 6 who had prescribed
medications under the provisions of the Oregon Death with Dig-
nity Act.

From the Department of Veterans Affairs (L.G., H.D.N., M.A.D); the
Depaniments of Psychiswry (L.G.), Medicine (H.D.N., M.A.L.), and Emer-
gency Medicine (T.A.8.), the Division of Medical Informarics and Outcomes
Rescarch (H.D.N., D.EK.), and the Center for Ethics in Health Care (L.G.,
T.A.S.), Oregon Health Sciences University; and the Providence Health Sys-
wem (M.A.L.} —all in Portland, Oregr. Adiress reprint requests to Dr. Gan-
zini at the Mental Health Division, I-7-1DMH, Portland Veterans Affairs
Medical Cener, PO. Box 1034, Portlind, OR 97207, or at gnzinil@
chsu.edu.
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Physicians were asked to provide information about patients who
had requested a prescription for a lethal medication only if the pa-
tent was terminally ill, if the request was explicitly for a lethal pre-
scription, and if the request was made after Navember 1997, The
Oregon Death with Dignity Act requires that a consultant evalu-
ate the patient to determine whether he or she meets the criteria
outlined in the [aw for assisted suicide. We asked thar only attend-
ing physicians, not consultants, complete the questionnaire in or-
der to minimize the possibility of receiving duplicare information.

For most of the questiuns, there were forced-choice respunses,
We asked about the physicians® attitudes toward the law and their
willingness to prescribe lethal medications according to its provi-
sions. We also asked about demographic and clinical characteris-
ties of the patients who had requested assistance with suicide, and
the outcomes, as weil as whether, on the basis of the physician’s
conversations with the patient, a particular value, condition, or
symptom was an important factor in the decision to request the
prescription, The physicians reported interventions other than a
prescription for a lethal medication that they had recommended
or implemented and described, in response to an open-ended ques-
tion, interventions that had altered the patients desire for assisted
shicide,

To identify cases in which two ar more physicians might be re-
porting information about the same patient, we matched patients
for age within one year, sex, marital status, disease, and the size of
the community in which the patient lived. When two or more phy-
sicians reported information that may have pertained to the same
patient, we used the infermation from the physician who had seen
the patient most recently, unless this physician did not complete
the questionnaire.

We mailed the quesdonnaire in February 1999, with a reminder
postcard sent two weeks later; a second copy of the questionnaire
was sent to nonrespondents in March 1999, with a simultaneous
fax or telephone call. In May 1999, after 47 percent of the sample
had responded, we sent nonrespondents a third copy of the ques-
tionnaire with a check for $25, a lerter of endorsement from the
governor of Oregon, John Kitzhaber, M.D., and a simultaneous
fax. Renurned questionnaires wete accepted through August 1999,

The survey was anonymous and therefore exempr from the re-
quirement for informed consent by the institutonal review board
of Oregon Health Sciences University. To allow wacking of the
questionnaires, each return envelope was coded with an identify-
ing number. The questionnaire was separated from the identifying
envelope on receipt and was then given a new identifying number
to ensure anonymity. Completed questionnaires were scanned into
an electronic dara base,

Summary statistics included proportions for categorical vari-
ables and means and standard deviations for contnuous variables.
We used Pearsun’s chi-square test to analyze associatiung between
variables,®

RESULTS

We identified 4544 physicians who were poten-
tially eligible for inclusion in the survey from the list
provided by the Oregon Board of Medical Examiners.
On the basis of telephone calls, data bases of physi-
cians in training, and returned questionnaires, we de-
termined that 209 physicians were in training, 201
were retired or not in practice for another reason, 73
were no longer practicing in Oregon, and 8 had died.
Of the remaining 4053 cligible physicians, 2649 (65
percent) returned the questionnaire.

One hundred forty-four respondents (5 percent)
reported that they had received a total of 221 re-
quests for lethal prescriptions after November 1997,
Nine requests appeared to have been reported by
more than one physician. Six other requests were ex-
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cluded because we could not determine whether the
data were duplicated. Of the remaining 206 requests,
we received complete information on 143 and partial
information on 22. Thus, the number of responses
to specific questions varied. Twenty-seven physicians
reported that they had received a total of 41 requests
but gave no information about the patients. Physi-
cians who supported the Oregon Death with Digni-
ty Act were more likely to give partial or complete
information than those who opposed the act or nei-
ther supported nor opposed it (P=0.007).

Physicians” Characteristics

Eighty-four percent of the respondents were in-
ternists, general practitioners, or family practitioners
(Table 1). Of the 69 internists who received requests
for assistance with suicide, 24 had training in a sub-
specialty, including 11 in oncology and 6 in pulmo-
nology. Forty-one physicians practiced in communi-
ties with populations of fewer than 25,000 residents.
Seventy-one percent of the physicians had cared for
six or more terminally ill patients, and 58 percent had
referred six or more patients to a hospice program in
the previous 12 months. Fitty-five percent supported
the Oregon Death with Dignity Act, and 51 percent
were willing to prescribe a lethal medication for a ter-
minally ill patient. In the previous four years, 127 re-
spondents (88 percent) had sought to improve their
knowledge of the use of pain medications in the ter-
minally ill “somewhat™ or “a great deal,” 110 (76 per-
cent) had sought to improve their ability to recognize
psychiatric illnesses such as depression in the termi-
nally ill “somewhat™ or “a great deal,” and 124 (86
percent) reported that their confidence in the use of
pain medications in the terminally ill had improved
“somewhat” or “a great deal.”

Patients’ Characteristics

Seven requests for assistance with suicide were made
in 1997, 112 in 1998, and 29 in 1999; in 17 cases,
the year was not specified. The mean age of the 165
who requested assistance was 68 years, 97 percent
were white, 52 percent were men, 46 percent were
married, 5 percent (8 of 157} had not completed high
school, and 2 percent had no medical insurance (Ta-
ble 2}. Four patients had lived in Oregon for less
than six months, but only one patient had moved to
the state specifically because of the availability of phy-
sician-assisted suicide. Cancer was the most conmumon
diagnosis.

At the time of the request for assistance with sui-
cide, 32 percent of the patients (45 of 141) were re-
ceiving hospice services, 59 percent (84 of 143) were
confined to a bed or chair for more than half their
waking hours, and 76 percent (108 of 142) had an
estimated life expectancy of less than six months. Tn
41 percent of cases (58 of 140), the request was as-
sociated with an acute deterioration in the patient’s
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TaBLE 1. CHARACLERISTICS OF 144 PHYSICIANS
IN OREGON WHO RECEIVED REQUESTS
POR PRESCRIPTIONS FOR LETHAL MEDICATIONS,

CHARACTERISTIC No. {%)

Spedaly
Internal medicine 69 (48)
Family or general pracrice 52 (36)
General surgery or surgical subspecialty 12 (8)
Neurology 4 (3)
Gynecology 3(2)
Radiation oncology 3 (2}
Other 1(1)

Practice setting*
Private or group practice 117 (81)
Health maintenance organization 16(11)
Medical school 9 (6)
Crher 7 (5)

Attitede toward Oregon Death
with Dignity Act

Strongly support 41 (28)
Suppart 38 (26)
Neither support nor oppose 25(17)
Oppose 20 (14)
Strongly oppose 20 (14)
Willing o presceibe lethal medieation
Yes 73 (51)
Uncertain 18 (12}
No 53 (37}

No. of teeminally il! patients cared for
in past 12 mo

2
1~5 40 (28)
6-20 63 (44)
Eal 39 (27)

No. of requests received since
November 1997

1 112(78)
2-3 26 (18)
=4 6 (4)

*Some physicians practiced in more than ane setting,

medical condition. According to the physician’s as-
sessment, 20 percent of the patients had symptoms
of depression, but 93 percent were competent to make
medical decisions. For 80 percent of the patients (114
of 143), family members knew about the request,
and the physician spoke to a family member about
the request in the case of 73 percent of the patients
{105 of 143). Thirteen patients kept their intentions
from their family, seven patients had no family to
inform, and for nine patients, the physician did not
know whether the family was aware of the request.
Symptoms that were an important consideration in
the decision to request a prescription for a lethal
medication {(whether the patient had the symptom at
the time of the request or anticipated it} were pain
{for 43 percent of patients), fatigue (for 31 percent),
and dyspnea (for 27 percent) (Fig. 1). The most com-
mon conditions and values that played an important
part in the patient’s decision were loss of independ-
ence (for 57 percent of patients), poor quality of life
{for 55 percent), readiness to die (for 54 percent), and
a desire to control the circumstances of death (for

TABLE 2, CHARACIERISITCS OF 165 PATIENTS
WHO REQUESTED PRESCRIPTIONS
FOR LETHAL MEDICATIONS,

No./TotaL No,
CHARACTERISTIC (%6)*
Male sex 83,160 (52)
White race 150/154 (97)

Marital status
Married or living as married
Divoreed, widowed, or never married

72/158 (46)
82/158 (52)

TUnknown 4/158 (3)
Type and size of community

Rural or small town {<25,000} 54/158 (34)

Mediume-size town {25,000-250,000) 53/158 (34)

Large city or suburb (>250,000) 51/158 (32)
Terminal diseasett

Cancer 106,158 (67)

End-srage cardiopulmonary disease 29/158 {1%)

Neurologic disease 15/158 (9)

AIDS 4/158 (3)

Octher 13/158 (8)
Health insurance}

Medicare 63/143 (44)

23/143 (16)
207143 (14)
17/143 (12)

Heaith maintenance organization
Other managed care
Fee for service

Oregon Health Plan {Medicaid) 11/143 (8)

Military coverage 4/143 (3)

None 3/143 (2)

Unknown 18/143 (13)
Enrolled in hospice program at time

of request

Yes 45,141 (32)

No 956/141 (68)
Comperent ro make decisions

Yes 144 /155 {93)

Uncertain 8/155 (5)

Na 3/155 (2)
Symptoms of depression

Yes 28/143 (20)

No 115/143 (80)

Had requested a prescription for a lethal 57/161 (35)
medication from another physician

*The numbers of responses to each irem vary because of
missing data,

15ome physicians chose more than one response.

$AIDS denotes the acquired immunodeficiency syndrome.
Other diseases inchided diabetes mellitos, end-stage renal dis-
ease, severe anemia, and a coagulation disorder.

53 percent). Uncommon reasons for requested assist-
ance with snicide were a perception of a finandal bur-
den to others (for 11 percent of patients) and lack of
social support (for 6 percent).

Physicians’ Interventions

Physicians provided information about interven-
tions they recommended or implemented in the case
of 142 patients. The most commonly recommended
interventions were pain controf (for 30 percent), con-
trol of other physical symptoms (tor 30 percent), seek-
ing the advice of a colleague {for 28 percent), refer-
ral to a hospice program (for 27 percent), a mental

Vulume 342 Number 8 - 559
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Loss of independence

Poor quality of life

Ready to die

Wanted to control circumstances of death
Saw continued existence as pointless
Physical pain

Loss of dignity

Viewed self as burden

Fatigue

Unable to perform personal care
Unable to pursue pleasurable activities
Woanted to die at home

Dyspnea

| 57%
55%

Confusion or unconsciousness

Incontinence

Life tasks completed
Financial burden
Nausea

Lack of social support

18% O Physical symptom
Corditien or value

T U T T 1

20 30 40 50 60
Percentage of Patients

Figure 1. Reasons for Requesting Prescriptions for Lethal Medications.
A total of 143 patients gave their physicians a specific reason for the request. Some patients gave more than one reason.

health consultation (for 20 percent), a trial of anti-
depressant or antianxiety medication {for 18§ percent),
withdrawal of food and water as another mcans to
hasten death (for 16 percent), a palliative-care con-
sultation (for 13 percent), a social-work consultation
(for 11 percent), a consultation with a chaplain {for
10 percent), and a transfer to another physician (for
9 percent). Interventions were implemented in ap-
proximately half the instances in which they were rec-
ommended. Physicians reported that in the cases of
42 of 140 patients, one or more interventions altered
the patient’s desire for a prescription for a lethal med-
ication. These interventicns included the control of
pain and other symptoms (in the case of 11 patients);
referral to a hospice program, general reassurance,
and specific reassurance that the prescription would
be made available (8 cach); treatment of depression,
a social-work consultation resulting in the provision
of services to the family, and an alternative means of
hastening death (3 each); and a palliative-care con-
sultation (1).

In the case of 68 patients, including 11 of those
who received prescriptions for lethal medications and
8 who died by taking a lethal medication, the physi-
cian implemented at least one substantive interven-
tion (control of pain or other symptoms; referral to
a hospice program; a mental health, social-work, chap-
laincy, or palliative-care consultation; or a trial of an-

560 - TFebruary 24, 2000

tidepressant medication) or sought the advice of a
colleague. Patients for whom a substantive interven-
tion was made were more likely to change their minds
about wanting a prescription for a lethal medication
(31 of 67) than were those for whom no substantive
intervention was made (11 of 73) (P<0.001). A to-
tal of 28 patients received medications for depression
or anxiety or were evaluated by a mental health prac-
titioner; 3 of the 28 changed their minds about ob-
taining a prescription for a lethal medication. Sub-
stantive interventions were made for 21 of the 42
patients (50 percent) enrolled in a health maintenance
organization or other managed-care plan, as com-
pared with 47 of the 101 patients (47 percent) who
did not have this kind of insurance coverage (P=
0.70). Of the 18 patients who received lethal prescrip-
tions in the absence of other substantive interventions,
11 were already receiving hospice care.

Thirty-five percent of the patients requested a pre-
scription for a lethal medication from a physician other
than the respondent (Table 2}. Twenty-seven patients
were referred to 17 of the respondents specifically be-
cause of the patient’s interest in receiving a prescrip-
tion for a lethal medication. Fifteen of the 27 patients
received prescriptions from the physicians to whom
they were referred, and 7 died after taking the medi-
cation. Reflecting this referral process, 27 percent of
the respondents {38 of 143} had known the patient
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for less than one month at the time of the request
for assistance with suicide. In the group of 27 patients
who had been referred to a physician in our survey
specificaily to receive a lethal prescription, substantive
interventions were recommended for 20 patients and
were implemented for 7. Despite the interventions,
five of the seven patients died by assisted suicide.

Patients’ Experiences

Physicians reported the cutcomes for 165 patients.
Twenty-nine received prescriptions for lethal medi-
cations, and 17 died after administering them (Table
3). Of the 136 patients who did not receive prescrip-
tions, 20 percent died before all the provisions of the
Oregon Death with Dignity Act had been met, 15
percent did not meet the legal criteria for receiving
a prescription, and 15 percent changed their minds.
Among the 44 patients who died before the physi-
cian completed the questionnaire, who were eligible
to receive a prescription for a lethal medication un-
der the act, who lived through the waiting period, and
who requested a prescription from a physician will-
ing to prescribe it, 17 (39 percent) died by taking a
prescribed lethal medication.

Fifty-nine percent of the respondents who practiced
in small towns supported the law, but physicians in
small towns were unlikely to prescribe lethal medica-
tions (Table 4). A request for assistance with suicide
was less likely to be honored if the patient perceived
himself or herself as a burden to others or was de-
pressed and was more likely to be honored if the pa-
tient was enrolled in a hospice program or wanted to
control the manner of his or her death or if cancer
was the terminal disease. Patients who received pre-
scriptions for lethal medications and those who did
not receive them did not differ with respect to any
other variables that we examined.

Respondents provided additional information about
28 patients who received prescriptions for lethal med-
ications, including 16 who died after administering the
medications. In all cases, the respondent obtained an
opinion from another physician with respect to the
patient’s prognosis and treatment options. At the time
the prescription was written, 13 patients were thought
to have one to six months to live, and 15 were thought
to have Jess than one month to live. Twenty-two pa-
tients were confined to bed or a chair during more
than 50 percent of their waking hours. In the case
of 18 patients, less than four weeks elapsed between
the request for a prescription and its receipt.

Thirteen patients who died by assisted suicide were
enrolled in a hospice program. In one case, a hospice
refused to provide services because of the patient’s
interest in assisted suicide, and in another case, a pa-
tient refused hiospice care. In nine cases, the physi-
cian was present when the patient took the medica-
tion. The time to death was noted in the case of 10
patients — 3 died more than five hours after aking

TasLE 3. OUTCcOMES OF 165 REQUESTS
FOR ASSISTANCE WITH SUICIDE.

MNo,/ToTAL No,
OuTCOME {%])

Patient received prescription 29/165 (18)

Patient died after administering pre- 17/29 (59)
scription

Patient died from other causes 11/29 (38)

Patient still alive at time of survey 1729 (3)

136/165 (82)
30/136 (22)

Patient did not receive prescription®

Physician not willing to provide pre-
scription in chis case

Physician not willing t provide pre-
scription in any case

Patient did not meet Jegal criteria 21/136 {15)

Patient changed mind before complet- 21,/136 (15)
ing requirements

Patient died before completing re-
quiremnents

Patient completed requirements and 10/136 (7)
was eligible but did not receive
prescripriont

Physician had net completed evalua- 7/136 (5)
tion at time of survey

40/136 (29)

27/136 (20)

*In some cases, more than one response was chosen.

TThe patient did not receive the prescription because he
or she died before receiving it {in three cases), the patient
changed his or her mind {two}, the physician was not willing
to prescribe lethal medication (twa), or for unknown reascns
(three).

TaBLe 4. CHARACTERISTICS OF PHYSICIANS AND PATIENTS
ACCORDING TO WHETHER THE PATIENT RECEIVED
A PRESCRIPTION FOR A LETHAL MEDICATION.*

Do Not
Recevep RECEIVE
CHARACTERISTIC PRESCRIPTION  PRESCRIPTION P VaLue

noJtetal no. (%)

FPhysicians
Practice in community of 1/29 (3) 38/136 (28) 0.005
< 25,000 residents
Attitude toward Oregon Death <0.001
with Dignity Act
Support 28/29 (97) 75/136 (55)
Neither suppert nor appose 1/29 (3 21/136(15)
Oppose 0/29 40/136 (29)
Patients
Cancer as terminal disease 24/29 (83) 827129 (64) 0.05
Hospice care 17/29 (59) 28/112 (25) <0.001
Symptoms of depression 0/29 2%/114 (25) 0.003
View of self as burden 3729 (10)  54/114 (47) 0.001

Desire for control over death 24720 (83) 517113 (45)  <0.001

*The numbers of responses 10 each item vary because of missing dara.
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the lethal medication. There were no reported adverse
cvents, although one patient who was still conscious
30 minutes after taking the lethal medication was giv-
en more of the medication to take.

Problems Reported by Physicians

Some physicians who provided assistance with sui-
cide under the Oregon Death with Dignity Act re-
ported problems, including unwanted publicity {three
physicians}, difficulty obtaining the lethal medication
or a second opinion (three), difficulty understand-
ing the requirements of the law (three), difficulties
with hospice providers (one}, not knowing the patient
{one), or the absence of someone to discuss the sit-
uation with (one). The law requires that the physician
confidentially report the prescription for the lethal
medication to the Cregon Health Division. Twenty-
seven of the physicians had met this requirement by
the time they completed the questionnaire. Some phy-
sicians were concerned about reporting because they
feared that the patient’s privacy (in 16 cases), their
own privacy (in 18), or the privacy of the patient’s
family (in 15) would be violated or that retroactive
sanctions would be imposed by the Drug Enforce-
ment Agency (in 7). Four physicians expressed am-
bivalence about having provided assistance with sui-
cide, though two of the four noted that they had
becorme less ambivalent over time. One of these phy-
sicians decided not to provide such assistance again.

DISCUSSION

We surveyed physicians in Oregon who were eli-
gible to provide assistance with suicide under the Or-
egon Death with Dignity Act, in order to obtain in-
formation about their experiences with requests for
prescriptions for lethal medications from terminally
ill patients. One hundred forty-four physicians re-
ceived a total of 221 requests and gave information
on the outcomes for 165 patients, of whom 29 re-
ceived prescriptions for lethal medications.

There is concern that with the legalization of as-
sisted suicide, women, poor persons, and those who
are members of ethnic or racial minority groups may
request assistance with suicide because of inadequate
social support or lack of access to health care.?t3 The
demographic characteristics of the patients who re-
quested assistance with suicide in our survey were al-
most identical to those of members of the general
population of Oregon who died. In 1998, 2 percent
of all decedents in Oregon lacked health insurance for
hospice care. In 1996, 97 percent of Oregon dece-
dents were white, and 51 percent were men.1#15 More-
over, concern about finances and lack of social sup-
port were rarely the reasons that patients gave for
requesting assistance with suicide. The type of health
care coverage was not associated with whether the
patient received a prescription or whether another
intervention was made. More than a third of the pa-

562 . February 24, 2000

tients requested assistance with suicide because they
perceived themselves as a burden to others, but only
three of these patients received prescriptions for le-
thal medications, suggesting that the physicians were
reluctant to accede to requests for assistance under
these circumstances.

In the Netherlands, two thirds of requests for as-
sistance with suicide or euthanasia are rescinded, of-
ten as the result of palliative interventions.1¢ Similarly,
we found that 39 percent of eligible patients who sur-
vived the 15-day waiting period and requested a pre-
scription from a physician willing to provide it died
by taking lethal medications that were prescribed for
them. Substantive interventions by the physician led
many patients to change their minds about assisted
suicide. However, some patients who wanted to ob-
tain a prescription were very determined to do so, de-
spite palliative interventions.247 Thirty-five percent of
the patients had requested a prescription from at least
one other physician. Eighty-one percent of those who
died by assisted suicide were enrolled in a hospice
program,

Twenty percent of the patients had symptoms of
depression, a finding that is similar to the reported
prevalence of depression in patients with terminal ill-
nesses.!® Depression has been reported in 59 to 100
percent of terminally ill persons interested in assisted
suicide or another means of hastening death and in
80 percent of patients with cancer who committed
suicide 101926 We could not determine whether depres-
sion was in fact less common in persens in Oregon
who requested a prescription for a lethal medication
or whether the physicians failed to detect depression
in some instances. Nonetheless, most of the respond-
ents reported that they had made efforts to improve
their ability to recognize depression in terminally ill
patients. Only 11 percent of the patients who either
received a trial of medication for depression or anxiety
or were evaluated by a mental health expert changed
their minds about obtaining a prescription for a le-
thal medication.

Our study has several sources of bias and potential
error. We do not know the experiences of the 35 per-
cent of physicians who did not return the question-
naire. We may have underestimated duplicate patient
information if physicians erred in reporting the dem-
ographic characteristics of patients, Physicians who
were opposed to or uncertain about the Oregon Death
with Dignity Act were significantly less likely to pro-
vide complete information about patients than were
physicians who favored the act. Because of this re-
sponse bias, it is difficult to make general statements
about the perceptions and interventions recommend-
ed by physicians in our sample who were opposed to
assisted suicide. Finally, although the physicians were
instructed to base information about patients’ reasons
for requesting assistance with suicide only on con-
versations with the patients, this method of obtain-
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ing information is not as reliable as surveying patients
directly.

In conclusion, after two years of legalized assisted
suicide in Oregon, we found little evidence that vul-
nerable groups have been given prescriptions for lethal
medication in licu of palliative care. Physicians grant-
ed 1 in 6 requests for a prescription, and 1 in 10 re-
quests actually resulted in suicide. As a result of pal-
liative interventions, some patients, though not all,
changed their minds about assisted suicide.
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ABSTRACT

Objective: Qualitative analyses suggest that requests for physician-assisted death (PAD) may
often be the culmination of a person’s lifelong pattern of concern with issues such as control,
autonomy, self-sufficiency, distrust of others, and aveidance of intimacy. S8uch characteristics
may be measured by attachment style. We compared family members’ reports of attachment

style in Oregonians who did and did not request PAD.
Method: Eighty-four family members of terminally ill patients who requested PAD before

death and 63 members of a comparison group that included family members of terminally ill

Oregonians who died without requesting PAD rated their loved ones’ attachment style in a

one-time survey.

Resulis: Individuals who requested PAD were most often described as having dismissive
personality styles (56%) compared to 41% of comparison individuals, and on continuous
measures of relational style, the highest mean score among PAD requesters was for dismissive
style. There were marginally significant differences in the proportions of each attachment style

when comparing the two groups (p = 0.08),

Significance of results: Patients’ attachment styles may be an important factor in requests for
PAD. Recognition of a patient’s attachment style may improve the ability of the physician to
maintain a constructive relationship with the patient throughout the dying process.

KEYWORDS: Physician-assisted death, Terminally ill, Attachment styles, Oregon Death with

Dignity Act

Since the 1997 legalization of physician-assisted
death (PAD) in Oregon, information has become
available about the context in which PAD is typically
requested and pursued. Interestingly, many widely
held hypotheses about persons who are likely to re-
quest PAD have been seriously challenged by these
emerging data, For example, evidence from Oregon’s
experience with legalized PAD indicates that termin-
ally ill persons requesting or pursuing PAD are not
primarily motivated by social disadvantage, exces-

Address correspondence and reprint requests to: Linda Gan-
zini, Mental Health Division, R&D 66, Portland Veterans Affairs
Medical Center, 3710 SW US Veterans Hospital Road, Portland,
OR 97239-2964. E-mail: linda.ganzini@va.gov
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sive physical symptoms (including pain), or in-
adequate palliative care (Ganzini et al., 2002, 2003,
2008, 2009; Bharucha et al, 2003; Wineberg &
Werth, 2003). Rather, growing evidence suggests an
important role for more static interpersonal styles
and personality traits in requests for PAD. Specifi-
cally, surveys and qualitative analyses suggest that
a request for PAD may often be the culmination of a
person’s lifelong pattern of concern with issues
such as control, autonomy, self-sufficiency, distrust
of others, and aveidance of intimate relationships
and communications (Ganzini et al., 2003, 2007,
2009),

Attachment theory is among the most widely studied
and applied theoretic construects available to analyze
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patterns of personality and interpersonal related-
ness. Attachment theory was originally proposed by
Bowlby in the 1950s to explain the relationship pat-
terns that he observed between children and their
caregivers. Subsequent research proposed different
attachment “styles” based upon certain relational
patterns in children {(Ainsworth et al., 1978; Ains-
worth, 1979). These styles, which included secure,
avoidant, and anxious/ambivalent, were later found
to also apply to adults (Hazan & Shaver, 1987). Sub-
sequent research proposed a four-category model of
attachment styles and developed screening question-
naires validated to predict individuals’ underlying
attachment styles (Bartholomew & Horowitz, 1991).
The styles in the four- category model are: “secure”
{comfortable with intimacy and autonomy), “precccu-
pied” (precccupied with relationships/reaching out
to others to fulfill dependency needs), “dismissive”
{(dismissing of intimacy, counter-dependent), and
“fearful” (fearful of intimacy, socially aveidant).

Studies published in the last decade have exam-
ined the influence of attachment styles on patients’
ability to interact with the healthcare delivery
environment. For example, attachment styles have
been shown to mediate individuals’ perception of
symptoms, utilization of healthcare services, missed
appointments, adherence and respons—e to treat-
ment, and quality of interactions with healthcare
providers (Dozier, 1990; Feeney & Ryan, 1994; Cie-
chanowski et al., 2001, 2002a, 2002b, 20086).

Qualitative studies suggest that persons who re-
quest PAD are highly self-sufficient and wish tc avoid
dependent relationships (Ganzini et al., 2003), lead-
ing us to speculate that they would be less likely to
have preoccupied (dependent} attachment styles
and more likely to have dismissiveavoidant (compul-
gively self-reliant) attachment styles. The current
study compares family members’ reports of attach-
ment style in Oregonians who have and have not re-
quested PAD.

METHODS

Details of study recruitment have been previously re-
ported (Ganzini et al., 2007, 2009). The study was ap-
proved by the institutional review board at the
Portland Veterans Affairs Medical Center and parti-
cipating medical centers and hospices and all partiei-
pants gave written informed consent to participate.
Subjects in this study included family members of
patients who: (1) persistently requested PAD before
death (whether or not they received or died by PAD)
and (2) were potentially eligible for the Oregon Death
with Dignity Act (ODDA—the legislation that lega-
lized PATD), in that they were terminally ill and
were Oregon residents. Family members of patients
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who requested PAD learned about our study through
an end-of-life advocacy organization (Compassion
and Choices of Oregon), two large medical centers
in Portland, Oregon, and the Amyotrophic Lateral
Sclerosis (ALS) Association of Oregon. The medical
centers kept a centralized registry of people who re-
quested PAD fo assure that legal requirements of
the law were fulfilled. Between 2004 and 2006, these
organizations sent letters about our study te family
members of clients or patients who had requested
PAD. In instances in which more than one family
member was willing to participate, the individual
identified by the family volunteers as the person
most invelved in caring for the patient was designa-
ted as the primary informant.

The comparison group was composed of family
members of terminally i1l Oregonians who died with-
out having requested PAD, but otherwise met the
game inclusion and exclusion criteria, and learned
about the study from the same sources (excluding
Compassion and Choices of Oregon). As with the
PAD requestors, each family member received a
letter from the referring organization and contacted
the research team if he or she was interested in
participating.

We collected demographic data on decedents and
their families. Family members rated the loved
one’s relationship style on the Relationship Question-
naire (RQ), which has been validated as a self-report
instrument for the purpose of categorizing and
measuring attachment style (Bartholomew & Horo-
witz, 1991). The wording of the RQ was modified to
be administered to the decedent’s identified family
member, Family members were asked to (1) to rate
to what extent, on a scale from 1—7 (1 =not at all
like him/her through 7 = very much like him/her)
various characteristics of the four different relation-
ship styles (secure, fearful, preoccupied, and dismis-
sive) applied to their family member, and (2) choose
which of the four relationship styles best described
their deceased family member’s relationships. The
secure style was described (all styles are described
here are for men) as, “It was easy for him to become
emotionally close to others. He was comfortable de-
pending on others and having them depend on him,
He did not worry about being alene or not being ac-
cepted by others.” The fearful style was described
as, “He was uncomfortable getting close to others.
He seemed to want emotionally close relationships,
but found it difficult to trust others completely or de-
pend on them. He seemed worried about being hurt if
allowed to become too close to others.” The preoccu-
pied style was described as, “He wanted to be comple-
tely intimate with others but it seemed that others
were reluctant to get close as he would have liked.
He was wuncomfortable being without close
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relationships but sometimes worried that others did
not value him as much as he valued them.” The dis-
missive style was described as, “He seemed comforta-
ble without close emotional relationships. It was
important to him to feel independent and self-suffi-
cient and not to depend on others or have others de-
pend on him.”

Statistical Analysis

Biscrete variables were presented as counts and pro-
portions and compared with y* test. Continuous vari-
ables are presented as means with standard
deviations (SD) and PAD requesters and controls
were compared with Student’s ¢-test. All tests were
two tailed and a was set at 0.05.

RESULTS

Sixty-nine (38%) of 180 potential cases referred to the
study through Compassion and Choices participated
in the study. The remaining subjects (cases and con-
trols) were recruited through the other sources. The
study sample consisted of 84 family members of per-
sons who requested PAD (including 52 who received a
lethal preseription and 32 who died of PAD) and 63
comparisen family members. The family members
were mostly spouses/partners or children, with a
mean age of 61 years, who had known the patient,
on average, for 40 years. Family members of PAD re-
questers had completed more years of education than
the family members of the comparison group (p=
0.005). The decedents most often had died of cancer
{Table 1),

There were marginally significant differences in
the proportions of each attachment style when com-
paring the two groups (p = 0,08) (Table 2). Individ-
uals who requested PAD were most often described
as having dismissive personality styles (56%) com-
pared to 41% of comparison individuals. Only 4% of
PAD requesters had preoccupied personality styles,
' compared to 11% of comparison decedents. Six per-
cent of PAD requesters were best characterized by
their family members as having fearful relational
styles compared to 14% of comparison decedents. In
approximately one-third of cases in both groups, fa-
mily members indicated that their loved ones were
best characterized as having secure attachment
styles.

On continuous measures of relational style, which
ranged from 1 to 7, the highest mean score among
PAD requesters was for dismissive style (mean 4.7)
followed by secure (4.1) fearful (2.8) and preoccupied
(2.3) styles. The controls were rated as more likely to
have fearful relationship styles than PAD-requesting
patients (p = 0.02), but there were no differences
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Table 1. Characteristics of PAD requesters, com-
parison patients and their families

PAD Comparison
requester group
N=_84 N=63 r
Patient sex, No. (%)
Male 48 (57) 36 (67) 0.57
Female 36 (43) 27 (43)
Patient diagnosis,
No. (%)
Cancer 68 (81) 50 (79) 0.47
ALS 4 (5} 6 (10)
Other 12 (14) 711
Family member sex,
No. (%)
Male 27 (32) 13 (21) 0.09
Female 57 (68) 50 (79}
Family member
relationship, No. (%)
Spouse/Partner 50 (60) 37 (59) 0.36
Child 24 (29) 17 (27)
Parent 1(1) 3(5)
Sibling 6(7) 1(2)
Friend 1{1) 1(2)
Other 2 (2} 4(6)
Family member age, 61 (13) 60 (14) 0.68
mean (5D)
Family member 16 (3) 15 (3) 0.005
education, mean
Sy
How long family 42 (16) 39 (17) 0.29

member knew
patient, mean (SD)

between the two groups on ratings of secure, preoccu-
pied, or dismissive personality styles (Table 3).

DISCUSSION

Family members rated Oregonians who requested
PAD and those who did not on measures of relational
{attachment) style. As predicted, PAD requesters

Table 2. Attachment style that best characterizes
individuals who request PAD

PAD
requester Comparison
N=281 group N = 63
Attachment
style No. (%) No. (%) p
0.083

Secure 28 (35) 21(33)
Fearful 5(6) 9 (14)
Preoccupied 34 701D
Dismissive 45 (56) 26 (41)
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Table 3. Relational styles in PAD requesters and
comparison group

PAD requester Comparison group

N=84 N=63
Relational
style Mean (8D) Mean (SD) P
Secure 4.1(1.8) 4.7(1.8) 0.57
Fearful 28019 3.2(2.2) 0.02
Preoccupied 231D 2.4(1.8) 0.46
Dismissive 4.7 (1.9 4.5(1.9) 0.94

Scores range from “1 = not at all like hirn/her” to “7 = very
much like him /her”

were most likely to have dismissive styles, and least
likely to have preoccupied styles. There were, how-
ever, only minimal differences between PAD reques-
tors and our comparison group. When family
members chose the relational style that best charae-
terized patients, differences were only marginally
statistically significant. There were no differences be-
tween PAD and non-PAD groups in mean ratings on
dismissive and preoccupied styles, though fearful re-
lational style ratings were statistically greater in
comparison patients than PAD requesters.

Our finding of high prevalence of dismissive and
low prevalence of preoccupied styles among PAD re-
questers seems consistent with results from previous
qualitative studies that showed that PAD requesters
are highly concerned with control, autonomy, and
gelf-sufficiency; distrust others; and avoid intimate
relationships and communications. This finding is
particularly interesting, given that dismissive at-
tachment styles have also been shown to be associ-
ated with fewer visits to healthcare professionals
{Feeney & Ryan, 1994), greater rejection of treatment
providers (Dozier, 1390), more missed appointments
{Ciechanowski et al., 2008), and poorer adherence
to treatment recommendations (Dogier, 1990; Cie-
chanowski et al., 2001). Therefore, many requests
for PAD may be better understood in the context of
lifelong patterns of rejecting or avoiding both health-
care and dependence on others. The choice of PAD
may occur when a terminally ill and increasingly vul-
nerable patient is faced with the likelihood of in-
creased, even round-the-clock, need for care from
others who they cannot entirely trust.

An interesting finding in this study was that the
pattern of attachment styles in both our study and
comparison groups was not consistent with the repor-
ted prevalence of various attachment styles in other
medical populations. Whereas the prevalence of se-
cure attachment in our two terminally ill groups
(35% for PAD requesters and 33% for the comparison
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group) was fairly similar to published prevalence
ranges in other medically ill populations (28-44%),
the prevalence of the other attachment styles was
not. Specifically, the prevalence of dismissive attach-
ment styles in our study (56%) and comparison
groups (41%) was higher than the 23-36% preva-
lence range that has been reported in other medically
ill populations (Ciechanowski et al,, 2001, 2002a,
2002b, 2006; Maunder et al., 2008). In addition, the
prevalence of precccupied attachment styles in PAD
requesters (4%) and in comparison groups (11%)
also seemed to be lower than the 8—25% prevalence
range that has been reported in other medieally ill
populations (Ciechanowski et al, 2001, 2002a,
2002b, 2006; Maunder et al., 2006). When compared
with the 14.2—~21.9% prevalence range of fearful at-
tachment styles in other medically ill populations,
our PAD requesters seemed to have a lower preva-
lence of fearful styles (6.2%), whereas our compari-
son group (14.3%) seemed more consistent with
other medically ill populations (Ciechanowski et al.,
2001, 2002a, 2002b, 2006; Maunder et al., 2008). In
general, both our PAD requesters and comparison
group were older and more ill that most other popu-
lations for whom the prevalence of attachment styles
has been studied. It is unclear what role these (or per-
haps other demographic or clinical differences) may
play in differences in attachment style between popu-
lations, and this is a potential area for additional
study.

This study has some limitations. First, although
the tool that was used to assess attachment styles
(RQ) has been validated for administration to
patients in several medical settings, its validity
when administered to family members has not been
examined. It is possible that our alteration of the
questionnaire to allow administration to family mem-
bers might have biased the results. The finding of
overall high rates of dismissive styles and low rates
of preoccupied styles among the comparison group
might also suggest that our comparison group may
not be representative of other medically ill people,
which might reflect our low response proportion
and use of a convenience sample for the comparison
groups. Itis possible that the topic of the study attrac-
ted family members who themselves were more sup-
portive of the option of PAD and were more likely to
see their family members as highly independent. A
less likely explanation would be that family members
view terminally ill persons as, in general, having
more dismissive attachment styles. Although attach-
ment style is believed to be fairly consistent across
the lifespan, the attachment literature does describe
a phased accommodation process of detachment and
reorganization that follows loss (Bradley & Caffery,
2001). Perhaps the high rate of dismissive styles
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seen in both terminally ill populations could reflect
such a process. A final alternative explanation for
this finding might be that having a loved one die of
a terminal illness might influence how the decedent’s
attachment style is remembered or reported.

Despite these inherent limitations, this study has
anumber of strengths. Although the prevalence of at-
tachment styles has been studied in various medi-
cally ill populations, this is the first study to
include a validated attachment style assessment of
persons requesting PAD. This study also made use
of a comparison group that was very similar in its
composition to the group of PAD requesters, whereas
most other studies of attachment styles in medically
ill populations lack such a comparison population
{Ciechanowski et al., 2001, 2002a, 2002b, 20086;
Maunder et al., 20086).

Recognition of the dismissive attachment styleina
terminally ill patient may improve the physieian’s
ability to anticipate the patient’s response to increas-
ing care. As a result, the clinician may experience
greater empathy and less frustration. Collaboration

with the patient may be improved by adopting a flex- »

ible approach with the patient, accepting the need for
self-reliance and interpersonal distance, anticipating
less self-disclosure, and promoting patient empower-
ment. These patients may be resistant to efforts to in-
crease care, as offered through hospice. The ability to
maintain the patient—physician relationship may
form the basis for the patient to consider alternatives
to PAD.

CONCLUSION

Patients’ attachment styles may be an important fac-
tor in requests for PAD. In this study, PAD requesters
were more likely to have dismissive personality
styles, and least likely to have preoccupied styles.
This finding seems consistent with results from pre-
vious qualitative studies showing that PAD reques-
ters are often highly concerned with control,
autonomy, and self-sufficiency, and may distrust oth-
ers and avoid intimate relationships and communi-
cations. Recognition of a patient’s attachment style
may improve the ability of the physician to maintain
a constructive relationship with the patient through-
out the dying process.
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Oregon’s Death with Dignity Act--2013

Oregon’s Death with Dignity Act (DWDA), enacted in late 1997, allows terminally-
ill adult Oregonians to obtain and use prescriptions from their physicians for self-
administered, lethal doses of medications. The Oregon Public Health Division is
required by the Act to collect information on compliance and to issue an annual
report. The key findings from 2013 are listed below. The number of people for
whom DWDA prescriptions were written {DWDA prescription recipients) and
deaths that occurred as a result of ingesting prescribed DWDA medications
(DWDA deaths) reported in this summary are based on paperwork and death
certificates received by the Oregon Public Health Division as of January 22, 2014.
For more detail, please view the figures and tables on our web

site: http://www.healthoregon.org/dwd.

Figure 1:
Oregon DWDA Prescription Recipients and Deaths*, 1998-2013
140 :
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*As of January 22, 2014

http://public.health.oregon.gov/ProviderPartnerResources/EvaluationResearch/
DeathwithDignityAct/Documents/year16.pdf Page1of7
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Oregon Public Health Division — 2013 DWDA Report

e As of January 22, 2014, prescriptions for lethal medications were written for
122 people during 2013 under the provisions of the DWDA, compared to 116
during 2012 (Figure 1). At the time of this report, there were 71 known DWDA
deaths during 2013. This corresponds to 21.9 DWDA deaths per 10,000 total
deaths.’

¢ Since the law was passed in 1997, a total of 1,173 people have had DWDA
prescriptions written and 752 patients have died from ingesting medications
prescribed under the DWDA.

e Of the 122 patients for whom DWDA prescriptions were written during 2013,
63 (51.6%) ingested and died from the medication. Eight (8} patients with
prescriptions written during the previous years (2011 and 2012) died after
ingesting the medication during 2013, for a total of 71 DWDA deaths.

e Twenty-eight (28) of the 122 patients who received DWDA prescriptions
during 2013 did not take the medications and subsequently died of other
causes.

e Ingestion status is unknown for 31 patients who were prescribed DWDA
medications in 2013. Seven (7} of these patients died, but follow-up
guestionnaires indicating ingestion status have not yet been received. For the
remaining 24 patients, both death and ingestion status are pending (Figure 2).

e Ofthe 71 DWDA deaths during 2013, most (69.0%) were aged 65 years or
older; the median age was 71 years (42 years — 96 years). As in previous years,
most were white (94.4%), well-educated (53.5% had a least a baccalaureate
degree), and had cancer (64.8%). In 2013, fewer patients had cancer {64.8%)
compared to previous years (80.4%), and more patients had chronic lower
respiratory disease {9.9%}, and other underlying illnesses {16.9%).

» Most (97.2%) DWDA patients died at home, and most {85.7%) were enrolled in
hospice care either at the time the DWDA prescription was written or at the
time of death. Excluding unknown cases, most (96.7%) had some form of

* The rate per 10,000 deaths is calculated using the total number of Oregon resident deaths in 2012 (32,475), the
most recent year for which final death data are available.

http://public.health.oregon.gov/ProviderPartnerResources/EvaluationResearch/
DeathwithDignityAct/Documents/vearlé.pdf Page 2 of 7
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health care insurance. The number of patients who had private insurance
(43.5%) was lower in 2013 than in previous years (64.7%), and the number of
patients who had only Medicare or Medicaid insurance was higher than in
previous years (53.2% compared to 33.7%).

e Asin previous years, the three most frequently mentioned end-of-life concerns
were: loss of autonomy (93.0%), decreasing ability to participate in activities
that made life enjoyable (88.7%), and loss of dignity (73.2%).

¢ Two of the 71 DWDA patients who died during 2013 were referred for formal
psychiatric or psychological evaluation.

* Prescribing physicians were present at the time of death for eight patients
(11.4%) during 2013 compared to 16.5% in previous years.

e A procedure revision was made mid-year in 2010 to standardize reporting on
the follow-up questionnaire. The new procedure accepts information about
the time of death and circumstances surrounding death only when the
physician or another health care provider was present at the time of death.
Due to this change, data on time from ingestion to death is available for 11 of
the 71 DWDA deaths during 2013. Among those 11 patients, time from
ingestion until death ranged from 5 minutes to 5.6 hours.

e Sixty-two (62) physicians wrote the 122 prescriptions provided during 2013
(range 1-10 prescriptions per physician).

* During 2013, no referrals were made to the Oregon Medical Board for failure
to comply with DWDA requirements.

http://public.health.oregon.gov/ProviderPartnerResources/EvaluationResearch/
DeathwithDignityAct/Documents/year16, pdf Page 3 of 7
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Figure 2: Summary of DWDA Prescriptions Written and Medications Ingested in 2013,

as of January 22, 2014
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http://public.health.oregon.gov/ProviderPartnerResources/EvaluationResearch/
DeathwithDignityAct/Documents/yearl6.pdf
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Cregon Public Health Division - 2013 DWDA Report

Table 1. Characteristics and End-of-life Care of 752 DWDA Patients who Died from Ingesting a Lethal Dose
of Medication as of January 17, 2014, Oregon, 1998-2013

2013 1998-2012 Total
Characteristics {N=71) {N=681) {N=752)

Male (%) 44 (62.0) 352 (51.7) 396 (52.7)
Female (%) 27 (38.0) 329 (48.3) 356 (47.3)

B :
18-34 (%) 0 (0.0} 6 {0.9} 6 {0.8)
35-44 (%) 1 (1.4} 15 (2.2} 16 (2.1}
45-54 (%) 6 (8.5) 52 (7.6) 38 (7.7}
55-64 (%} 15 (21.1} 141 {20.7} 156 (20.7)
65-74 (%) 23 (32.4) 194 (28.5) 217 (28.9)
75-84 (%) 17 (23.9) 189 (27.8) 206 (27.4)
85+ (%) 9 {12.7) 84 (12.3) 93 (12.4)

Median years {range) 71 {42-96)

71 (25-96) 71 (25-96

White (%} 67 (94.4) 662 {97.6) 729 (97.3)
African American (%) 0 (0.0) 1{0.1} 1 (0.1}
American Indian (%) 1{1.4) 1(0.1) 2 {0.3)
Asian (%) 0 (0.0} 8 (1.2) 8 (1.1)
Pacific Islander (%) ¢ (0.0 1{0.1} 1(0.1)
Cther (%) 1(1.4) 0 (0.0 1(0.1)
Two or more races {%) 2 (2.8) 0 (0.0} 2 {0.3}
Hispanic (%) 0 (0.0 5 {0.7) 5{0.7)

Unknown 0 3 3

Married (%) 36 {50.7) 310 {45.7) 346 {46.2)
Widowed (%) 13 {18.3) 158 (23.3) 171 (22.8)
Never married (%) 8 (11.3) 55 {8.1) 63 (8.4)

Divorced (%) 14 {19.7) 155 {22.9) 169 {22.6)

o 3

3

2 (.8 .

42 (6.2) 44 (5.9)
High school graduate (%) 10 {14.1) 154 (22.8) 164 (22.0)
Some college (%) 21 (29.6) 177 (26.2) 198 (26.5)
Baccalaureate or higher (%} 38 (53.5) 303 (44.8) 341 (45.6)
Unknown 0 5 5
Residenceniigls o ' '

Metro counties (%)3 25 (35.2) 289 {42.6) 314 (41.9)
Coastal counties (%) 5 {7.0) 51 {7.5) 56 {7.5)
Other western counties (%) 33 {46.5) 292 {43.1) 325 {43.4)
East of the Cascades (%) 8 {11.3) 46 {6.8) 54 {7.2)
Unknown 4 3 3
Endloflite’can
Hospice
Enrolled {%)° 60 (85.7) 593 {90.5) 653 (90.1)
Not enrolied (%) 10 (14.3) 62 (9.5) 72 {9,9)
Unknown 1 26 27
Insurance
Private (%)° 27 (43.5} 424 (64.7) 451 (62.9)
Medicare, Medicaid or Other Governmental {%) 33 (53.2} 221 (33.7) 254 (35.4)
None (%) 2 {3.2) 10 (1.5) 12 {1.7)
Unknown 9 26 35

hitp://public.heslth.oregon.gov/ProviderParinerResources/EvaluationResearch/DeathwithDignityAct/Documents/year16.pdf Page Sof 7
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2013 1998-2012 Total
Characteristics {N=71) (N=681) (N=752)

Underivingilliness

Malignant neoplasms {%)} 46 (64.8) 545 (30.4) 591 (78.9)
Lung and bronchus {%) 10 (14.1} 129 (19.0) 135 (18.6)
Breast (%) 1{1.4) 56 {8.3) 57 (7.6}
Colon (%) 6 (8.5) 43 (6.3) 49 (6.5)
Pancreas (%) 2 (2.8} 45 (6.6) 47 (6.3)
Prostate (%) 2 {2.8) 31 {4.6) 33 (4.4)
Ovary (%) 1{1.4) 27 (4.0) 28 {3.7)
Other (%) 24 (33.8) 214 {31.6) 238 (31.8)

Amyotrophic lateral sclerosis {%) 5 {7.0) 49 (7.2} 54 (7.2}

Chronic lower respiratory disease (%) 7 {9.9} 27 {4.0) 34 {4.5)

Heart Disease {%) 1 {1.4} 13 {1.9) 14 {1.9)

HIV/AIDS (%) 0 (0.0) 9 {1.3) 9 {1.2)

Other iinesses (%)° 12 (16.9) 35 (5.2) 47 (6.3}

Unknown

DWDATBEOEES

Referred for psychiatric evaluation (%) 2 {2.8) 42 (6.2) 44 {5.9}

Patient informed family of decision (%)7 62 (91.2) 570 (93.9) 632 {93.8)

Patient died at
Home (patient, family or friend} (%) 69 (97.2) 645 (95.1) 714 {55.3)
Long term care, assisted [iving or foster care facility (%) 2{2.8) 27 (4.0) 29 (3.9)
Haospital (%) 0{0.0) 1{0.1) 1(0.1)
Other (%) 0 {0.0} 5 (0.7) 5 (0.7)
Unknown 0 3 3

Lethal medication
Secobarbital {35) 7 (9.9) 396 {58.1) 403 {53.6)
Pentobarbital (%) 64 (90.1) 278 (40.8) 342 {45.5)
Other (%)* 0 (0.0) 7 {1.0} 7 {0.9)

.Losmg autonomy (%) 66 (93.0} 518 (91.3) 684 (91 4)

Less able to engage in activities making life enjoyable (%) 63 (88.7) 602 (88.9) 665 (88.9)
Loss of dignity (%)™ 52 (73.2) 452 (81.9) 504 (80.9)
Losing control of bodily functions (%) 26 (36.6) 350 (51.7) 376 (50.3)
Burden on family, friends/caregivers (%) 35 (49.3) 264 (39.0) 299 {40.0)
Inadequate pain control or concern about it (%) 20 (28.2) 157 {23.2) 177 (23.7)

Financial implications of treatment (%) 4 (5.6) i8 (2.7) 22 (2.9)

When medication was ingested12

Prescribing physician a 111 119
Other provider, prescribing physician not present 3 235 238
No provider 3 73 76
Unknown 57 192 249
At time of death
Prescribing physician (%) 8 (11.4) 99 {16.5}) 107 (16.0)
Other provider, prescribing physician not present (%) 5 {7.1) 258 {43.1) 263 (3%.3)
No provider (%) 57 (81.4) 242 (40.4) 259 (44.7)

Unknown
Gomplicationsia i
Regurgitated
Seizures
Other
None
Unknown
OtherAteames

Regained consciousness after mgesting DWDA medmatrons 0 6

http://public health.oregon.gov/ProviderPartnerResources/EvaluationResearch/DeathwithDignityAct/Decuments/yeari6.pdf Page 6of 7
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2013 1998.2012 Total

Characteristics {N=71) {N=681) (N=752)

Median 13 12 12
Range 1-719 0-1905 0-1505
Number of patients with information available 71 679 750
Number of patients with information unknown 0 2 2
Duration (days) between 1st request and death
Median 52 46 47
Range 15-692 15-1009 15-1009
Number of patients with information available 71 681 752
Number of patients with information unknown 0 0 0
Minutes between ingestion and unconsciousness’
Median 5 5 5
Range 2-25 1-38 1-38
Number of patients with information available 11 476 487
Number of patients with information unknown 60 205 265
Minutes between ingestion and death™
Median 15 25 25
Range {minutes - hours) 5min-5.6hrs 1min-104his Imin-104hrs
Number of patients with information available 11 481 492
Number of patients with information unknown 60 200 260

1 Unknowns are excluded when calculating percentages.

2 Ineludes Oregon Registered Domestic Partnerships.

3 Clackamas, Multnomah, and Washington counties,

4 Includes patients that were enrolled in hospice at the time the prescription was written or at time of death.

5 Private insurance category includes those with private insurance alone or in combination with other insurance.

& Includes deaths due to benign and uncertain neoplasms, other respiratory diseases, diseases of the nervous system {including mutiple
sclerasis, Parkinson's disease and Huntington's disease), musculoskeletal and connective tissue diseases, viral hepatitis, diabetes mellitus,
cerebrovascular disease, and alcoholic liver disease.

7 First recorded beginning in 2001. Since then, 31 patients (4.6%) have chosen not to inform their families, and 12 patfents (1.8%) have
had no family to inform. There was ene unknown case in 2002, two in 2005, one in 2009, and three in 2013,

8  Otherincludes combinations of seccbarbital, pentobarbital, and/or marphine,

8 Affirmative answers only ("Don't know" included in negative answers). Categories are not mutually exclusive, Data unavailable for four
patients in 2001.

10 First asked in 2003. Data available for all 71 patients in 2013, 552 patients between 1998-2012, and 623 patients for all years.

11 The data shown are for 2001-2013 since information about the presence of a health care provider/volunteer, in the absence of the
prescribing physician, was first collected in 2001,

12 A procedure revision was made mid-year in 2010 to standardize reporting on the follow-up questionnaire., The new procedure accepts
information about time of death and circumstances surrounding death only when the physician or ancther health care provider is
present at the time of death. This resulted in 2 larger number of unknowns beginning in 2010,

13 There have been a total of six patients who regained consciousness after ingesting prescribed lethal medications. These patients are not
included in the total number of DWDA deaths. These deaths occurred in 2005 (1 death), 2010 (2 deaths), 2011 (2 deaths) and 2012 (1
death). Please refer to the appropriate years’ annual reports on our website {(http://www.healthoregon.org/dwd) for more detail on

these deaths.
14 previous reports listed 20 records missing the date care began with the attending physician, Further research with these cases has

reduced the number of unknowns.

http://public.health.oregon.gov/ProviderPartnerResources/EvaluationResearch/DeathwithDignityAct/Documents/yearl6. pdf Page 70f 7
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Oregon’s Death with Dignity Act--2012

Oregon’s Death with Dignity Act {DWDA), enacted in late 1997, allows terminally-ill adult Oregonians to
obtain and use prescriptions from their physicians for self-administered, lethal doses of medications.
The Oregon Public Health Division is required by the Act to collect information on compliance and to
issue an annual report. The key findings from 2012 are listed below. The number of people for whom
DWDA prescriptions were written (DWDA prescription recipients) and deaths that occurred as a result of
ingesting prescribed DWDA medications {DWDA deaths) reported in this summary are based on
paperwork and death certificates received by the Oregon Public Health Division as of January 14, 2013.

For more detail, please view the figures and tables on our web site: http://www.healthoregon.org/dwd.

Figure 1: DWDA prescription recipients and deaths*,
by year, Oregon, 1998-2012
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s Asof January 14, 2013, prescriptions for lethal medications were written for 115 people during 2012
under the provisions of the DWDA, compared to 114 during 2011 (Figure 1). At the time of this
report, there were 77 known DWDA deaths during 2012. This corresponds to 23.5 DWDA deaths per
10,000 total deaths.’

! Rate per 10,000 deaths calculated using the total number of Oregon resident deaths in 2011 (32,731), the most
recent year for which final death data is available.

http://public.health.oregon.gov/ProviderPartnerResources/EvaluationResearch/
DeathwithDignityAct/Documents/year15.pdf Page 1of 6
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* Since the law was passed in 1997, a total of 1,050 people have had DWDA prescriptions written and
673 patients have died from ingesting medications prescribed under the DWDA.

+ Of the 115 patients for whom DWDA prescriptions were written during 2012, 67 {58.3%) ingested
the medication; 66 died from ingesting the medication, and one patient ingested the medication but
regained consciousness before dying of underlying illness and is therefore not counted as a DWDA
death. The patient regained consciousness two days following ingestion, but remained minimally
responsive and died six days following ingestion.

» Eleven (11) patients with prescriptions written during the previous year (2011) died after ingesting
the medication during 2012,

e Twenty-three (23) of the 115 patients who recelved DWDA prescriptions during 2012 did not take
the medications and subsequently died of other causes.

s Ingestion status is unknown for 25 patients who were prescribed DWDA medications in 2012.
Fourteen {14) of these patients died, but follow-up questionnaires indicating ingestion status have
not yet been received. For the remaining 11 patients, both death and ingestion status are pending
{Figure 2).

¢ Of the 77 DWDA deaths during 2012, most {67.5%} were aged 65 years or older; the median age was
69 years. As in previous years, most were white (97.4%), well-educated (42.9% had a least a
baccalaureate degree}, and had cancer (75.3%).

¢ Most (97.4%) patients died at home; and most (97.0%) were enrolled in hospice care either at the
time the DWDA prescription was written or at the time of death. Excluding unknown cases, al
(100.0%) had some form of health care insurance, although the number of patients who had private
insurance (51.4%) was lower in 2012 than in previous years {66.2%), and the number of patients
who had only Medicare or Medicaid insurance was higher than in previous years (48.6% compared
to 32.1%).

* Asin previous years, the three most frequently mentioned end-of-life concerns were: loss of
autonemy (93.5%), decreasing ability to participate In activities that made life enjoyable (92.2%),
and loss of dignity (77.9%).

¢ Two of the 77 DWDA patients who died during 2012 were referred for formal psychiatric or
psychological evaluation. Prescribing physicians were present at the time of death for seven
patients {9.1%) during 2012 compared to 17.3% in previous years.

» Aprocedure revision was made mid-year in 2010 to standardize reporting on the follow-up
questionnaire. The new procedure accepts information about the time of death and circumstances
surrounding death only when the physician or another health care provider was present at the time
of death. Due to this change, data on time from ingestion to death is available for 11 of the 77
DWDA deaths during 2012, Among those 11 patients, time from ingestion until death ranged from
10 minutes to 3.5 hours.

http://public.health.oregon.gov/ProviderPartnerResources/EvaluationResearch/
DeathwithDignityAct/Documents/year15.pdf Page 2 of 6
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e Sixty-one (61) physicians wrote the 115 prescriptions provided during 2012 (range 1-10 prescriptions
per physician).

* During 2012, no referrals were made to the Oregon Medical Board for failure to comply with DWDA
reguirements.

Figure 2: Summary of DWDA prescriptions written and medications ingested in 2012,
as of January 14, 2013
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http://public.health.oregon.gov/ProviderPartnerResources/EvaluationResearch/
DeathwithDignityAct/Documents/year15.pdf Page3of 6
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Table 1. Characteristics and end-of-life care of 673 DWDA patients who have died from ingesting a lethal
dose of medication as of January 14, 2013, by year, Oregon, 1998-2012

2012 1998-2011 Total
Characteristics (N=77) {N=596}) {N=673)
i e ; N3
Male (%) 39 (50.6) 308 (51.7) 347 (51.6)

_ Fernale (%) _ & _ 38 (49.4) 288 (48.3) 326 {48.4)

18-34 (%} 0 {0.0} 6 (1.0} & (0.9}
35-44 (%) 1(13) 14 {2.3) 15 (2.2)
45-54 (%) 8 {10.4) 44 (7.4) 52 {7.7)
55-64 (%) 16 (20.8) 123 (20.6) 139 (20.7)
65-74 (%) 23 (29.9) 170 (28.5) 193 (28.7)
75-84 (%) 18 (23.4} 168 {28.2) 186 (27.68)
85+ (%) 11 (14.3) 71 {11.9) 82 (12.2)
Median years (range) 69 (42-96) 71 {25-96) 71 {25-96}

e

White (%) B 75 (97.4) 579 (97.6) 654 (97.6)
African American (%) 0 {0.0} 1(0.2) 1(0.1)
American Indian (%) 0 {0.0) 1(0.2) 1{0.1)
Asian (%) 1(1.3) 7 {1.2) 8 (1.2)
Pacific Islander (%) 0 {0.0) 1{0.2) 1(0.1)
Other (%) 0 (0.0} 0 (0.0) 0 (0.0)
Two or more races (%) 0 {0.0} 0 (0.0} 0 (0.0)
Hispanic (%} 1{1.3} 4 (0.7} 5 {0.7)
0 3

Unkno

Married (%) 33 (42.9) 271 {45.7) 304 {45.4)
Widowed (%) 23 (29.9) 134 {22.6) 157 {23.4}
Never married (%) 6 (7.8) 49 (8.3) 55 (8.2)
Divorced (%) 15 (19.5) 139 {23.4) 154 {23.0)
Unknown 4] 3 3

Less than high school (%) 2 (2.6) 40 {6.8) 42 (6.3)
High school graduate (%) 13 {16.9) 139 (23.5) 152 (22.8):
Some college (%) 29 (32.7) 148 (25.0) 177 (26.5)
Baccalaureate or higher (%) 33 {42.9) 264 (44.7) 297 (44.5)
Unknown 0 5 5
Metro counties (%)’ 34 (44.2) 253 (42.7) 287 (42.8)
Coastal counties (%) 4 (5.2) 47 (7.9} 51 {7.6)
Other western counties (%) 37 (48.1) 250 {42.2) 287 {42.8)
East of the Cascades (%) 2 (2.6} 43 (7.3) 45 {6.7)
Unknown 0 3 3
R — — - -
Hospice
Enrolled (%)* 64 (97.0} 522 (89.7) 586 (90.4)
Not enrolled (%) 2 (3.0) 60 {10.3) 62 {9.6)
Unknown 11 14 25
Insurance
Private (%)’ 36 (51.4) 382 (66.2) 418 (64.6)
Medicare, Medicaid or Other Governmental (%) 34 {48.6) 185 (32.1} 219 (33.8)
None (%) 0 {0.0) 10 {1.7} 10 {1.5)
Unknown 7 19 26

http://public.health.oregon.gov/ProviderPartnerResources/EvaluationResearch/DeathwithDignityAct/Documents/yearls.paf Pagedof6
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2012 1998-2011 Total
{N=77) {N=596) {N=673)

58 (75.3) 480 (80.9) 538 (30.3)

)
Lung and bronchus (%) 14 (18.2) 112 {18.9) 126 (18.8)
Breast (%} 4 (5.2} 52 (8.8) 56 (8.4)
Colon (%) 7 (9.1) 36 (6.1) 43 (6.4)
Pancreas (%) 2 (2.6} 42 (7.1) 44 (6.6)
Prostate (%) 5 (6.5) 26 (4.4) 31 {4.6)
Ovary (%) 2 (2.6) 25 (4.2} 27 (4.0)
Other (%} . 24 (31.2) 187 (31.5) 211 {31.5)
Amyotrophic fateral sclerosis {%) 5 {6.5) 44 (7.4) 49 (7.3)
Chronic lower respiratory disease (%) 2 (2.6) 25 (4.2} 27 (4.0)
Heart Disease (%) 2 (2.6) 10 {1.7} 12 {1.8)
HIV/AIDS (%) 1(1.3) 8 {1.3) 9 {1.3)
Other illnesses (%)° 9 (1.7} 26 {4.4) 35 (5.2)
Unknown
IDWDA Broce:
Referred for psychiatric evaluation {%) 2 (2.6) 40 (6.7) 42 (6.2)
Patient informed family of decision (%)’ 71 (92.2) 493 (94.4) 564 (94.2)
Patient died at
Home (patient, family or friend) (%) 75 {97.4) 562 (94.8) 637 (95.1)
Long term care, assisted living or foster care facility (%) 2 (2.6) 25 {4.2) 27 {4.0)
Hospital (%5} 0 {0.0) 1 (0.2} 1 (0.1}
Other (%) 0 (0.0} 5 {0.8) 5 (0.7)
Unknown 0 3 3
Lethal medication
Secobarbital (%) : 20 (26.0) 374 (62.8) 394 {58.5)
Pentobarbital {%) 57 (74.0} 215 (36.1) 272 (40.4)
Other (%)° 0 (0.0) 7 {1.2) 7 (1.0)

{ (N=58 Nz66

} 72 (93.5) 538 (90.9) 610 (91.2)
Less able to engage In activities making life enjoyable {%) 71 {92.2) 523 (88.3) 594 (88.8)
Loss of dignity (%)™ 60 {77.9) 386 (82.7) 446 (82.0)
Losing cantrol of bodily functions (%) 27 (35.1) 318 (53.7) 345 (51.6)
Burden on family, friends/caregivers (%6} 44 (57.1) 214 (36.1) 258 (38.6)
Inadequate pain control or concern about it (%) 23 (29.9) 134 (22.6) 157 (23.5)

__ Financial implications of treatment (%) 3 {3.9) 15 {2.5) 18 (2.7)

Prescribing physician 8 100 108
Other provider, prescribing physician not present 4 231 235
No provider 1 72 73
Unknown 64 123 187
At time of death
Prescribing physician (%) 7 (9.1) 89 (17.3) 96 (16.2)
Other provider, prescribing physician not present (%) 4 (5.2) 254 (49.4) 258 (43.7)
No provider {%) 66 (85.7) 171 {33.3) 237 (40.1)

Unknown 0 12 12
R SR

Seizures 0 0 0
None 11
Unknown ' 66
iOtheroutcomesiiiil e e e e
Regained consciousness after ingesting DWDA medications™ 1 5 ]

http://public.health.oregon.gov/ProviderPartnerResources/EvaluationResearch/DeathwithDignityAct/Documents/yearl 5. pdf Page S5of 6
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2012 1998-2011 Total
Characteristics (N=77) (N=598}) {N=673}
ithing 6FDWOAEUEht

Duration (weeks) of patient-physician relationship™

Median 19 12 12
Range 0-1640 0-1905 0-1905
Number of patients with information availoble 77 594 671
Number of patients with informaotion unknown 4] 2 2
Duration (days) between 1st request and death
Median 47 46 46
Range 16-388 15-1609 15-1009
Number of patients with information available 77 596 673
Number of patients with information unknown 0 0 0
Minutes between ingestion and unconsciousness™*
Median 5 5 5
Range 3-15 1-38 1-38
Number of patients with information available 11 462 473
Number of patients with information unknown 66 134 200
Minutes between ingestion and death™
Median 20 25 25
Range (minutes - hours) 10min-3.5hrs imin-104hrs Imin-104hrs
Number of patients with information available 11 467 478
Number of patients with information unknown 66 129 195

1 Unknowns are excluded when calculating percentages.

2 Includes Oregon Registered Domestic Partnerships.

3 Clackamas, Multnomah, and Washington counties.

4 Includes patients that were enrolled in hospice at the time the prescription was written or at time of death.

5 Private insurance category includes those with private insurance alone or in combination with other insurance.

& Includes deaths due to benign and uncertain neoplasms, other respiratory diseases, diseases of the nervous system (including multiple
sclerosis, Parkinson's disease and Huntington's disease), musculoskeletal and connective tissue diseases, viral hepatitis, diabetes mellitus,
cerebrovascular disease, and alcoholic liver disease.

7 First recorded beginning in 2001. Since then, 24 patients (4.0%) have chosen not to inform their families, and 11 patients {1.8%) have had
no family to inform. There was one unknown case in 2002, two in 2005, and one in 2009,

8  Other includes combinations of secobarbital, pentobarbital, and/or morphine.

9 Affirmative answers only ("Don't know” included in negative answers). Categories are not mutually exclusive. Data unavailable for four
patients in 2001,

10 First asked in 2003, Data available for afl 77 patients in 2012, 467 patients between 1998-2011, and 544 patients for all years,

11 The data shown are for 2001-2012 since information about the presence of a health care provider/volunteer, in the absence of the
prescribing physician, was first collected in 2001,

12 A procedure revision was made mid-year in 2010 to standardize reporting on the follow-up questionnaire. The new procedure accepts
information about time of death and circumstances surrounding death only when the physician or another health care provider is present
at the time of death. This resulted in a larger number of unknowns beginning in 2010.

12 There have been a total of six patients who regained consciousness after ingesting prescribed lethal medications. These patients are not
included in the total number of DWDA deaths. These deaths occurred In 2005 ({1 death), 2010 {2 deaths), 2011 {2 deaths) and 2012 {1
death). Please refer to the appropriate yvears’ annual reports on our website (http://www.healthoregon.org/dwd) for more detail on these

deaths.
14 previous reports listed 20 records missing the date care began with the attending physician. Further research with these cases has reduced

the number of unknowns.

http://public.heaIth.oregon.gov/ProviderPar‘tneraesources/EvaluatlonResearch/DeatththDignityAct/Documents/yearls.pdf Page6of 6
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Oregon’s Death with Dignity Act--2011

Oregon’s Death with Dignity Act (DWDA), enacted in late 1997, allows terminally-ill adult Oregonians to
obtain and use prescriptions from their physicians for self-administered, lethal doses of medications.
The Oregon Public Health Division is required by the Act to collect information on compliance and to
issue an annual report, The key findings from 2011 are listed below. The number of people for whom
DWDA prescriptions were written (DWDA prescription recipients) and deaths that occurred as a result of
ingesting prescribed DWDA medications (DWDA deaths) reported in this summary are based on
paperwork and death certificates received by the Oregon Public Health Division as of February 29, 2012.
For more detail, please view the figures and tables on our web site at
http://public.health.oregon.gov/ProviderPartnerResources/EvaluationResearch/DeathwithDignityAct/
Pages/ar-index.aspx.

Figure 1: DWDA prescription recipients and deaths?*,
by year, Oregon, 1998-2011
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*As of February 29, 2012

e Asof February 29, 2012, prescriptions for lethal medications were written for 114 people during
2011 under the provisions of the DWDA, compared to 97* during 2010 {Figure 1). At the time of this

! The Oregon Public Health Division’s 2010 Report lists 96 prescriptions because the report listed data as of January
7, 2011. Information on one additional prescription written in 2010 was received following the date of the report.

hitp://public.health.oregon.gov/ProviderPartnerResources/EvaluationResearch/
DeathwithDignityAct/Documents/year14.pdf Pagelofe
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report, there were 71 known DWDA deaths during 2011. This corresponds to 22.5 DWDA deaths per
10,000 total deaths.?

¢ Since the law was passed in 1997, a total of 935 people have had DWDA prescriptions written and
596 patients have died from ingesting medications prescribed under the DWDA.

s Ofthe 114 patients for whom DWDA prescriptions were written during 2011, 64 {56.1%) ingested
the medication; 63 died from ingesting the medication, and one patient ingested the medication but
regained consciousness before dying of underlying illness and is therefore not counted as a DWDA
death. The patient regained consciousness approximately 14 hours following ingestion and died
about 38 hours later. Incomplete ingestion was reported for the patient.

* Nine patients with prescriptions written in previous years ingested the medication during 2012;
eight of these patients died from ingesting the medication, and one ingested the medication but
regained consciousness before dying of underlying iliness and is therefore not counted as a DWDA
death. The patient briefly regained consciousness following ingestion and died approximately 30
hours later. Possible medication tolerance was reported for the patient. Thus, two patients ingesting
lethal medication in 2011 awoke and ultimately died of their underlying illness. One patient received
their prescription in 2011 and the other received their prescription in 2010.

¢  Twenty-five {25} of the 114 patients who received DWDA prescriptions during 2011 did not take the
medications and died of their underlying illness.

= Ingestion status is unknown for 25 patients for whom DWDA prescriptions were written during
2011. Three of these patients died and follow-up questionnaires were received, but ingestion status
could not be determined. For the remaining 22 patients, both death and ingestion status are
pending (Figure 2).

s Ofthe 71 DWDA deaths during 2011, most (69.0%) were aged 65 years or older; the median age was
70 years. Asin previous years, most were white {95,6%}, well-educated {48.5% had a least a
baccalaureate degree}, and had cancer (82.4%).

* Most (94.1%) patients died at home; and most (96.7%) were enrolled in hospice care either at the
time the DWDA prescription was written or at the time of death. Most (96.7%) had some form of
health care insurance, although the number of patients who had private insurance (50.8%) was
lower in 2011 than in previous years (68.0%), and the number of patients who had only Medicare or
Medicaid insurance was higher than in previous years (45.9% compared to 30.4%).

¢ Asin previous years, the three most frequently mentioned end-of-life concerns were: decreasing
ability to participate in activities that made life enjoyable (90.1%), loss of autonomy (88.7%), and
loss of dignity (74.6%).

? Rate per 10,000 deaths calculated using the total number of Oregon resident deaths in 2009 (31,547), the most
recent year for which final death data is available.

http://public.health.oregon.gov/ProviderPartnerResources/EvaluationResearch/
DeathwithDignityAct/Documents/year14.pdf Page2of 6
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e One of the 71 DWDA patients who died during 2011 was referred for formal psychiatric or
psychological evaluation. Prescribing physicians were present at the time of death for six patients
(8.5%) during 2011 compared to 18.7% in previous years.

¢ Aprocedure revision was made mid-year in 2010 to standardize reporting on the follow-up
questionnaire. The new procedure accepts information about the time of death and circumstances
surrounding death only when the physician or another health care provider was present at the time
of death. Due to this change, data on time from ingestion to death is available for eight of the 71
DWDA deaths during 2011. Among those eight patients, time from ingestion unti} death ranged
from 15 minutes to 1.5 hours.

* Sixty-two (62) physicians wrote the 114 prescriptions provided during 2011 (range 1-14
prescriptions per physician).

* During 2011, no referrals were made to the Oregon Medical Board for failure to comply with DWDA
requirements,

Figure 2: Summary of DWDA prescriptions written and medications ingested in 2011,
as of February 29, 2012
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years ingested - - X - -
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Table 1. Characteristics and end-of-life care of 596 DWDA patients who have died from ingesting a lethal

dose of medication as of February 29, 2012, by year, Oregon, 1998-2011
2011 1998-2010 Total
{N=525) {N=596)

Characteristics

N SN
Male (%) 282 (53.7) 308 (51.7)
‘ Female (%) 45 (63.4) 243 (46.3) 288 (48.3)

18-34 (%) 0 (0.0) 6{1.1) 6 {1.0)
35-44 (%) 1(1.4) 13 (2.5) 14 {2.3)
45-54 (%) 5 (7.0 39 (7.4) 44 (7.4)
55-64 (%) 16 {22.5) 107 (20.4) 123 {20.6)
65-74 (%) 23 (32.4) 147 (28.0) 170 (28.5)
75-84 (%) 18 (25,4} 150 {28.6) 168 (28.2)
85+ (%) 8 {11.3) 63 (12.0) 71 (11.9)
Median years {range) 70 (41-96) 71 {25-96) 71 (25-96)

White {%) 65 (95.6} 514 (97.9) 579 {97.6)
African American (%) 0 {0.0) 1{0.2) 1 {0.2)
American Indian (%) 0 (0.0 1(0.2) 11{0.2)
Asian (%} 0 {0.0) 7 (1.3) 7(1.2)
Pacific Istander (%) 1 {1.5) 0 (0.0} 1{0.2)
Other (%) 0 (0.0} 0 {0.0} 0 (0.0
Twa or more races (%) 0 {0.0) 0{0.0) 0 {0.0)
Hispanic (%) 2 (2.9) 2 (0.4) 4 {0.7)
Unknown 3 0 3

T

INIEritaISt

i

Married (%) 26 (38.2) 245 (46.7) 271 (45.7)
Widowed (%) 19 (27.9) 115 (21.9) 134 (22.6)
Never married {%) 7 {10.3) 42 (8.0) 49 (8.3)
Divorced (%) 16 (23.5) 123 (23.4) 139 (23.4)
Unknown 3 4] 3

Less than high school (%4) 3 (4.4) 37 (7.1) 40 {6.8)
High school graduate (%) 9 (13.2) 130 (24.9} 139 (23.5)
Some college (%) 23 (33.8) 125 {23.9) 148 {25.0)
Baccalaureate or higher (%) 33 (48.5) 231 (44.2) 264 (44.7)
Unknown 3 2 5
Metro counties (%) 27 (39.7) 226 (43.0} 253 (42.7)
Coastal counties {%) * 6 {8.8) 41 (7.8) 47 (7.9)
Other western counties (%) 31 {45.6) 219 {4L.7) 250 (42.2)
East of the Cascades (%) 4 {5.9) 39 (7.4) 43 (7.3}
Unknown 3 4] 3
Hospice
Enrolled (3)° 59 (96.7) 463 (88.9) 522 {89.7)
Not enrofled (%) 2 (3.3) 58 (11.1) 60 {10.3)
Unknown 10 4 14
Insurance
Private (%) 31 (50.8) 351 (68.0) 382 {66.2)
Medicare, Medicaid or Other Governmental (%) 28 {45.9) 157 (30.4) 185 (32.1)
None (%) 2 (3.3) 8 (1.6) 10 (1.7)
Unknown 10 9 19

http://public.health.oregon.gov/ProviderPartnerResources/EvaluationResearch/DeathwithDignityAct/Documents/yearl4.pdf Page 4 of 6
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2011 1998-2010 Total

Characteristics {N=71) {N=525) {N=596)
Underlyingilingss:

Malignant neoplasms (%) ' 56 (32.4) 424 {20.8) 480 (80.9)

Lung and bronchus (%) 16 (23.5) 56 (18.3) 112 (18.9)
Breast (%) i1 (15.2) 41 (7.8) 52 (8.8)
Colon (%) 2 (2.9) 34 (6.5) 36 {6.1)
Pancreas (%) 4 (5.9) 38 (7.2) 42 (7.1)
Prostate (%) 1{1.5) 25 (4.8) 26 (4.4)
Ovary (%} 3 (4.4) 22 (4.2) 25 (4.2)
Other (%) 19 (27.9) 168 (32.0) 187 {31.5)
Amyotrophic lateral sclerosis (%) 2 (2.9) 42 (8.0) 44 {7.4)
Chronic lower respiratory disease (%) 5 (7.4) 20 {3.8) 25 (4.2)
Heart Disease (%) 1 (1.5} 9 {1.7) 10 (1.7)
HIV/AIDS (%) 0 (0.0) 8 (1.5) 8 (1.3)
Other ilnesses (%)° 4 (5.9) 22 {4.2) 26 (4.4)
Unknown 3 0 3

] 1(1.4) 39 (7.4) 40 {6.7)

Patient informed family of decision (3)° 70 (98.6) 423 [93.8) 493 {94.4)
Patient died at

Home {patient, family or friend) (%) 64 (94.1) 498 {94.9) 562 {94.8)

Long term care, assisted living or foster care facility (%) 4 (5.9) 21 (4.0) 25 (4.2)

Hospital (36) 0 (0.0 1 (0.2} 1{0.2)

Other (%) 0 (0.0) 5 {1.0) 5 (0.8)

Unknown 3 0 3
Lethal medication

Secobarbital (%) 56 {78.9) 318 (60.6) 374 {62.8)

Pentobarbital (%) 15 (21,1) 200 {38.1) 215 {36.1)

Other (%)’ 0 (0.0) 7 {1.3) 7 (1.2)

g%&i%i ECONCErns =7 (AERAE I,

Losing autonomy (%) 63 {88.7) 475 (91.2} 538 (90.9)
Less able to engage in activities making life enjoyable (%) 64 {90.1) 459 (88.1) 523 (88.3}
Loss of dignity (%)’ 53 {74.6) 333 (84.1) 386 (82.7)
Losing control of bodily functions (%} 24 (33.8) 294 {56.4) 318 (53.7)
Burden on family, friends/caregivers (%) 30 (42.3) 184 (35.3) 214 (36.1)
Inadequate pain control or concern about it (%) 23 (32.4) 111 {21.3) 134 (22.6}
Financial implications of treatment (%) 2 (2.8) 13 (2. 15 (2.5)

}

When medication was ingested™

Prescribing physician 6 94 100
Other provider, prescribing physician not present 3 228 231
No provider 5 67 72
Unknown 57 66 123
At time of death
Prescribing physician (%) 6 (8.5) 83 {18.7) 89 {17.3}
Other provider, prescribing physician not present (%) 2{2.8) 252 {56.9) 254 {49.4)
No provider (%) 63 (88.7) 108 (24.4) 171 {33.3)

o 12 12

Seizures 0 0 0

None

Unknown
jothier outcomes i R S e :
Regained consciousness after ingesting DWDA medications ™ 2 3 5

http://public.health.oregon.gov/ProviderPartnerResources/EvaluationResearch/DeathwithDignityAct/Documents/year14.pdf Page 5of6
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2011 1998-2010 Total
Characteristics {N=71) (N=525) {N=596)

Medlan 12 12 12
Range 1-1379 0-1905 0-1905
Number of patients with information available 71 523 584
Number of patients with information unknown 0 2 2
Duration {days) between 1st request and death
Median 47 46 46
Range 15-872 15-1009 15-1009
Number of patients with information available 71 525 596
Number of patients with information unknown 0 0 g
Minutes between ingestion and unconsciousness’
Median 5 5 5
Range 2-10 1-38 1-38
Number of patients with information available 8 454 462
Number of patients with information unknown 63 71 134
Minutes between ingestion and death™®
Median 27 25 25
Range {minutes - hours) 15min-1.5hrs 1min-104hrs 1lmin-104hrs
Number of patients with information available 8 459 467
Number of patients with information unknown 63 66 129

Unknowns are excluded when calculating percentages.

Clackamas, Multnomah, and Washington counties. .

Includes patients that were enrolled in hospice at the time the prescription was written or at time of death.

Private insurance category includes those with private insurance alone or in combination with other insurance.

Includes deaths due to benign and uncertain neoplasms, other respiratory diseases, diseases of the nervous system (including multiple

sclerosis, Parkinson's disease and Huntington's disease), musculoskeletal and connective tissue diseases, viral hepatitis, diabetes mellitus,

cerebrovascular disease, and alcoholic liver disease.

€  First recorded beginning in 2001. Since then, 21 patients {4.0%) have chosen not to inform their families, and 8 patients (1.5%) have had
ne family to inform. There was one unknowa case in 2002, two in 2005, and one in 2009.

7 Other includes combinations of secobarbital, pentobarbital, and/or morphine.

8  Affirmative answers only {"Don't know" included in negative answers). Categories are not mutually exclusive. Data unavailable for four
patients in 2001,

S First asked in 2003. Data available for 71 patients in 2011, 396 patients between 1998-2010, and 467 patients for all years,

10 The data shown are for 2001-2011 since information about the presence of a health care provider/volunteer, in the absence of the

prescribing physician, was first collected in 2001

noe W o e

11 A procedure revision was made mid-year in 2010 to standardize reporting on the follow-up questionnaire. The new procedure accepts
information about time of death and circumstances surrounding death only when the physician or another health care provider is
present at the time of death. This resulted in a larger number of unknowns beginning in 2010.

12 patients who regained consciousness after ingesting prescribed medications are not included in the total number of DWDA deaths. In
2005, one patient regained consciousness 65 hours after ingesting the medication, subsequently dying from underlying illness 14 days
after awakening. In 2010, two patients regained consciousness after ingesting medications. One patient regained consciousness 88
hours after ingesting the medication, subsequently dying from underlying illness three months later. The other patient regained
consciousness within 24 hours, subsequently dying from underlying illness five days following ingestion. In 2011, two patients regained
consciousness after ingesting the medication, One of the patients very briefly regained consciousness after ingesting the prescribed
medication and died from underlying illness about 30 hours later. The other patient regained consciousness approximately 14 hours after
ingesting the medication and died from underlying illness about 38 hours later.

13 previous reports listed 20 records missing the date care began with the attending physician. Further research with these cases has
reduced the number of unknowns.

htip://public.health.oregon.gov/ProviderPartnerResources/EvaluatianResearch/DeathwithDignityAct/Documents/yearld.pdf Page 6 of 6
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QOregon’s Death with Dignity Act - 2006

Under Oregon’s Death with Dignity Act (DWDA), terminally-ill adult Oregonians are
allowed to obtain and use prescriptions from their physicians for self-administered, lethal
medications. The Oregon Public Health Division is required by the Act to collect
information on compliance and to issue an annual report. The key findings from 2006 are

listed below. For more detail, please view Table 1.

Figure 1. Number of DWDA Prescription Recipients and Deaths,
by Year, Oregon, 1998-2006

100
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1998 1999 2000 2001 2002 2003 2004 2005 2008
Year

» During 2006, 65 prescriptions for lethal medications under the provisions of the
DWDA were written (figure 1). Of these, 35 patients took the medications, 19 died
of their underlying disease, and 11 were alive at the end of 2006. In addition, 11
patients with earlier prescriptions died from taking the medications, resulting in a
total of 46 DWDA deaths during 2006. This corresponds to an estimated 14.7
DWDA deaths per 10,000 total deaths.

¢ Forty physicians wrote the 65 prescriptions (range 1-7).

« Since the law was passed in 1997, 292 patients have died under the terms of the

law.



* Asin prior years, participants were more likely to have cancer (87%), and have
more formal education (41% had at least a baccalaureate degree) than other
Oregonians who died. Patients who died in 2008 were slightly older (median age
74 years} than in previous years (median age 69 years).

e Most patients died at home (93%); and were enrolled in hospice care (76%),
although the number enroiled in hospice was less than in previous years (87%).

» All patients, except one, had some form of health insurance: 64% had private
insurance and 33% had Medicare or Medicaid.

» Complications were reported in four patients during 2006; they all regurgitated
some of the medication.

¢ As in previous years, the most frequently mentioned end-of-life concerns were: loss
of autonomy (96%), decreasing ability to participate in activities that made life
enjoyable (96%), and loss of dignity (76%). During 2008, more participants were
concerned about inadequate pain control (48%) than in previous years (22%).

» During 2006, 10 referrals were made to the Board of Medical Examiners (BME) for
incorrectly completed reporting forms. The BME found no violations of “good faith
compliance” with the Act and did not sanction any physicians for “unprofessional

conduct” regarding the Act.

Table 1. Characteristics and end-of-life care of 292 DWDA patients who died after ingesting a
lethal dose of medication, by year, Oregon, 1998.2006

2006 1998-2005 Total
Characteristics {N = 46)* {N= 246)* {N = 292)*
Male (%) 26 (57) 131 (583) 157 (54)
Female (o) _ 20 (43) 115 (47) 135 (46)
Age ER E j: U T L L e

18-34 (%) 0 Q) 3 (1) 3 M
35-44 (%) 1 (2) 7 {3) g8 (3
45-54 (%) 2 (4) 28 (11) 28 (10
55-64 (%) 10 (22) 45 (18) 55 (19
65-74 (%) 11 (24) 72 (29) 83 {28)
75-84 (%) 15 (33) 72 (29) 87 (30)
85+ (%) 7 (15) 21 (9 28 (10)

Median years (range) 74 (36-96) 69 (25- 70 (25-
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94) 96)

L Rage ol R T T e e
White (%) 45 (98) 239 (97) 284 (97)
Asian (%) 0 (D) 6 (2 6 (2)
American Indian (%) 0 (0) 1 (<1) 1 (=1)
Hispanic (%) 1 {2) 0 - 1 (=1

© Marital status.. e e e e
Married (%) 23 (50) 110 (45) 133 (46)
Widowed (%) 8 (17N 55 (22) 63 (22)
Divorced (%) 10 {22) 64 (26) 74 (25)
Never married (%) 5 (11) 17 (@) 22 (8)

. Education’: R e e T R e e
iess than high school (%) 4 9@ 21 (9) 25 (9
High school graduate (%) 11 (24) 71 {29) 82 (28)
Some college (%) 12 {26) 52 (21) 64 (22)
Bacca[aureate or hlgher (%) 19_ (41) 102 (42) 121 (41)

- Residence e L B s .
Metro counties (%)* 18 {39) 95 (39) 113 (39)
Coastal counties (%) 2 4 19 (8) 21 (7)
Cther western counties (%) 19 (41) 117 (48) 136 (47)
East of the Cascades (%) 7 (15 15 (6) 22 (8)

;"Underly_g_tllness ‘ P
Malignant neoplasms (%) 40 (87) 196 (80) 236 (81)

Lung and bronchus (%) 6 (13) 48 (20) 54 (18)
Pancreas (%) 7 (15 20 (8) 27 (9)
Breast (%) 2 4 23 (9) 25 (9)
Colon (%) 3 16 (7} 189 (7)
Prostate 2 (4 13 (5} 15 {5)
Other (%} 20 {43 76 (31) 96 (33)
Amyotrophic lateral sclerosis (%) 3 (7 20 (8) 23 (&)
Chronic lower respiratory disease (%) 0 (9) 11 @ 11 @)
HIV/IAIDS (%) 1 (2 5 (2) 6 (2)
llinesses listed below (%)“J 2 {4 14 (6) 16 (5)
H End Of Llfe Care v I T I P S NS S T Lo v ‘ RN :
Hospice
Enrolled (%) 35 (76) 213 (87) 248 (88)
Not enrolled (%) 11 (24) 31 (13) 42 (14)
Unknown - 2 2
Insurance
Private (%) 29 (64) 151 (62) 180 (62)
Medicare or Medicaid (%) 15 (33) 90  (37) 105 (36)
None (%) 1 (2) 2 {0 3 ()
Unknown 1 3 4

. End-of-life Concerns® - ¢ % S R N A
Losing autonomy (%) 44 (96) 207 (86) 251 (87)
Less able to engage in activities making life enjoyable (%) 44 (96) 206 (85) 250 (87)
Loss of dignity {%)** 35 (78) 96 (82) 131 (80)
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l.osing control of bodily functions (%) 27 (59) 138 (57) 165 (57)
Burden on family, friends/caregivers (%) 20 (43) 90 (37) 110 (38)
Inadequate pain contro! or concern about it (%) 22 (48) 54 (22) 76  (26)
Financial |mp[|cat|ons of treatment (%) 0 - 7 (3) 7 (2)

' PAS Process . : D e T R e
Referred for psychiatric evaluatlon (%) 2 4 34 (14) 36 (13)
Patient died at

Home (patient, family or friend) (%) 43 (93) 232 (94) 275 (94)

Long term care, assisted living or foster care facility (%) 2 4 11 {4) 13 (4

Hospital (%) 0 - 1 {<1) 1 (=1)

Other (%) 1 &) 2 3 N

Lethal Medication

Secobarbital {%) 31 (67) 105  (43) 136 (47)

Pentobarbital (%) 15 (33) 137 (56) 152  (52)
__ Other (%) 0 - 4 4 (1)

' Health-care Provider Present When Madication Trigested T L
Prescribing physician (%) 15 (33) 48 (28) 63 (29
Other provider, prescribing physician not present (%) 23 (51) 92 (54) 115 (53)
No provider (%) 7 (18) 31 (18) 38 (18)
Unknown 1 5 6

CComplications s e T gy e P e T
Regurgitated (%) 4 (9 12 (5) 16 (6)
Seizures (%) 0 - 0 - 0 -
Awakened after taking prescribed medication (%) 0 () 1 (#%) 1 (#H
None (%) 40 (91) 229 (95) 269 (94)
Unknown 2 5 7

" Emergency Medical Services.. R ol e D RO [ER
Called for intervention after lethal medlcatlon mgested (%) 0 - o - 0 -
Calls for other reasons (%)% 1 (2) 3 (1) 4 (1)
Not called after lethal medication ingested (%) 45 (98) 239 (99) 284 (99)
Unknown - 4 4

" Timing of PAS Event - S PO SHa S
Duration {(weeks) of patlent—phys:man relatlonshlp

Median 15 12 12

Range 1-767 0-1065 0-1065
Duration (days) between 1* request and death™®

Median 54 39 42

Range 15-747 15-1009 15-1009
Minutes between ingestion and unconsciousness

Median 5 5 5

Range 1-29 1-38 1-38

Unknown 4 24 28
Minutes between ingestion and death

Median 29 25 25

1 min-16.5 4 min-48 1 min-48
Range (minutes - hours) hrs hrs hrs
Unknown 3 17 20
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* Unknowns are excluded when calculating percentages.
' Clackamas, Multnomah, and Washington counties.
* Excluding Douglas and Lane counties.

¥ Includes aortic stenosis, alcoholic hepatic failure, cardiomyopathy, congestive heart failure,
corticobasal degeneration, diabetes mellitus with renal complications, digestive organ neoplasm

of unknown behavior, emphysema, endocarditis, hepatitis C, myelodysplastic syndrome,
organ-limited amyloidosis, pulmonary disease with fibrosis, scleroderma, and Shy-Drager syndrome.
5 Affimative answers only {"Don't know" included in negative answers). Available for 17patients

in 2001,

** First asked in 2003.

™ The data shown are for 2001-2006. Information about the presence of a health care provider/
volunteer, in the absence of the prescribing physician, was first collected in 2001, Attendance by the
prescribing physician has been recorded since 1998. During 1998-20086, the prescribing physician
was present when 35% of the patients ingested the lethal medication.

** Historically, the Annual Report tables list information on patients who died as a result of ingesting
medication prescribed under the provisions of the Death with Dignity Act. Because one patient regained
consciousness after ingesting the lethal medication and then died 14 days later from his/her ilness rather
than from the medication, the complication is recorded here but the patient is not included in the total
number of PAS deaths.

*¥ Calls included three to pronounce death and one to help a patient who had fallen.

% Note that an extended period of time may elapse from the patient's first request until the attending
physician writes a prescription for the lethal medication.
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