ASSISTED DYING
IN OREGON

Twenty years of a safe and effective law

“The Death with Dignity Act is widely
considered a success in Oregon.
It’s part of how the state defines itself:
as pioneering, stubbornly independent
and deeply compassionate.”




What we can learn from Oregon

HIGHLIGHTS

¢ Oregon has had a safe and effective assisted dying law for 20
years (page 3)

e Past opponents of assisted dying now support the law (page 6)
e Assisted dying is embedded in clinical practice (page 7)

¢ The Oregon Hospice and Palliative Care Association supports
patients’ right to access this option (page 8)

e Religious leaders recognise the law works well (page 9)
e Palliative care has flourished alongside assisted dying (page 10)

e Upfront safeguards protect the public and prevent coercion
(page 11)

e The evidence from Oregon has convinced legislators around the
world to make assisted dying a legal option (page 14)
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The law and process in Oregon

In October 1997, Oregon enacted the Death with Dignity Act?. In the 20
years since, this has proved to be a safe and trusted medical practice. The law
allows a dying adult with mental capacity, and a prognosis of six months or
less to live, to request that their doctor prescribe them medication that they
can choose to self-ingest to bring about a peaceful death.

To be eligible for an assisted death, the person must be3:

* 18 years of age or older, currently resident in Oregon

¢ mentally competent to make and communicate healthcare decisions
for themselves and

¢ be diagnosed with a terminal illness that will lead to death within
six months

The process:

¢ The person must make an oral request for the medication. This usually
happens when discussing end-of-life options with their doctor (referred to
as the attending physician);

¢ Their doctor will then go through the requirements of the law; will
determine the person’s diagnosis and prognosis; and will also inform the
person of feasible end-of-life options including comfort care, hospice
care, and pain control;

¢ The person must then make a second oral request no less than 15 days
after the first request and complete a written form which needs to be
signed in the presence of two witnesses;

¢ A second doctor (known as the ‘consulting doctor’) must confirm that the
person has a terminal illness with less than 6 months to live and has met
the eligibility criteria;

¢ Both doctors must determine whether the person has capacity to make
and communicate their own healthcare decisions;

o If either doctor is unable to determine whether the person has capacity
to make the request, a mental health professional must evaluate the
person and ensure that they are mentally competent to make healthcare
decisions;

¢ The law requires that the terminally ill person self-administers the
medication.

A person can withdraw their request at any time in any manner.
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An effective and safeguarded law

The numbers

® There has been a small and steady rise in deaths since 1997 when assisted
dying for terminally ill, mentally competent adults was legalised *.
Between 1997 and 2017, there have been 1,275 assisted deaths.

¢ In 2017, assisted deaths accounted for 0.4% - or 1 in 250 - of all deaths
in Oregon.

/

Total number of
assisted deaths

143

Total number of
deaths in Oregon:

36,498

The people

e People who seek an assisted death are most often aged between 65 and
84, white, have a ‘good education’, have medical insurance and have
cancer.

® Research demonstrates that groups of potentially vulnerable people are
not negatively impacted by the law. People over 85, those with a lower
socio-economic status and those suffering from psychiatric illness do not
disproportionately use the assisted dying law°.
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The end-of-life concerns

¢ Around 35% of people who go through the process and are given the
prescription choose not use it. In many cases, they have the prescription
as ‘emotional insurance’®.

® As part of the data-collection process’, people who have an assisted death
in Oregon can cite their end-of-life concerns. The vast majority of people
who have an assisted death in Oregon cite the loss of their autonomy
(90.9%) and their being less able to engage in activities making life
enjoyable (89.5%) as concerns, while three-quarters (75.7%) have
concerns about losing dignity at the end of life.

e Other concerns, including that of being a burden on family, friends
and caregivers, are cited by fewer than half of those who make use of
the law, and almost always in conjunction with other, more frequently-
cited concerns. None of the concerns are qualifying criteria but they are
illustrations of concerns shared in common by all dying people®.

“Many [Oregonians] simply want to know that, if it gets so
bad that they can’t tolerate it, the choice is there for them.
There is a comfort in knowing it’s there.”’

Barbara Roberts, former Governor of Oregon
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Reactions to the law

Public support

® 73% of U.S. adults agree that when a person has a disease that cannot be
cured, doctors should be allowed by law to end the patient’s life by some
painless means if the patient requests it. This majority support is reflected
across demographics, including respondents who attend church weekly
(55%) 1.

¢ In Oregon, even those initially opposed to the law, soon understood the
value of this compassionate end-of-life option.

“Not only did I change my views, but I filibustered in the
Senate to protect it [the Death with Dignity Act]. I consider
it one of the most important things Pve done in my time in

. . »11
public service.

Ron Wyden, former Oregon Congressman and U.S. Senator
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Healthcare professionals

ASSISTED DYING HAS BECOME EMBEDDED IN
CLINICAL PRACTICE

The number of physicians supporting choice at the end of life has steadily
increased. In 2017, 92 doctors wrote prescriptions for 218 people 1.
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THE OREGON HOSPICE AND PALLIATIVE CARE
ASSOCIATION SUPPORTS THE RIGHTS OF OREGONIANS
TO CHOOSE ANY AND ALL LEGAL END-OF-LIFE OPTIONS

¢ The Oregon Medical Association'* and the Oregon Nurses Association!’
are neutral on the issue of physician assisted death, and support their
members to participate in line with their individual values.

¢ The American Public Health Association supports the choice of
assisted dying and endorses the safeguards in the Oregon Death
With Dignity Act!s:

¢ As of 2017, 57% of US physicians say they believe medical aid-in-dying
should be available to terminally ill people. A growing number of medical
societies, including the California Medical Association, have dropped
their opposition to the practice and have adopted a neutral stance '’.
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Religious leaders

¢ Leaders from a number of faith communities and organisations have
voiced their support of the full range of end-of-life care options.

“We also affirm that one of the greatest gifts God has given us
as bumans is the freedom to seek to live in dignity according
to one’s own beliefs and faith. For many terminally ill persons
faced with inevitable and unavoidable death, the growing

death with dignity movement now provides such freedom.”"

United Methodist church of the California-Pacific region

¢ Even those opposed to the law on faith grounds admit that it works well.

“If the bill was on the ballot this November, I still would not
vote for it. Mly view of suicide has not changed. But in terms
of the law working well in Oregon - 1 feel it has.” "

Rodney Page - former Executive Director of Ecumenical Ministries of Oregon

e Several faith leaders serve on the Advisory Board of Compassion &
Choices, the oldest and largest, non-profit organization in the United
States committed to improving care and expanding options for the
end of life.

Twenty years of a safe and effective law
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Twenty years of safeguarded patient choice

Palliative care has flourished alongside assisted dying

Oregon is within the top quartile of overall hospice OV E R
use across the country 222, O
Many studies have suggested the possibility that 9 o /O

the Oregon Death with Dignity Act has contributed

to more open conversation and careful evaluation OF ADULTS WHO
of end-of-life options, more appropriate palliative USE MEDICAL
care training of physicians, and more efforts to AID-IN-DYING

reduce barriers to accessing hospice care. It has also PRESCRIPTIONS
been observed that requests for assisted dying often ARE ENROLLED
facilitated discussion of important issues, and many IN HOSPICE CARE 2
physicians felt that the process increased their
confidence and assertiveness in discussing
end-of-life issues with other patients?*2%2627,

Everyone in Oregon is encouraged to complete a Physician Orders for Life-
Sustaining Treatment (POLST) form which records their wishes for or refusal
of medical treatment in the event emergency medical services are required.
Over 56,000 forms were completed in 20162® which demonstrates that

all end-of-life care options are openly discussed and that assisted dying is
considered just one of the many options available to dying people.

BETTER AND MORE HONEST CONVERSATIONS
HAVE BEEN FACILITATED BY LAW CHANGE

Evidence shows that these open conversations are far more likely to reassure
a dying person rather than direct them towards making a request for medical
aid-in-dying. The vast majority of people who raise the possibility of assisted
dying with their doctor will not go on to make a formal request. When
healthcare professionals can respond openly to such requests for a peaceful
death, the likelihood of successfully addressing fears or reasons behind the
request is much greater than when people are deterred by the law from
expressing their concerns and wishes?.
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Assisted dying in Oregon has not changed in 20 years

The assisted dying law in Oregon has remained unchanged for 20 years.
Attempts to change the law, for instance to extend the criteria on prognosis,
have been steadfastly opposed by supporters of the assisted dying law and by
patient groups .

The assisted dying law is only for dying people of sound mind —these criteria,
and the safeguards associated with them, have not broadened since the law
was enacted. Fears of a “slippery slope” have proved to be unfounded.

The law sets out strict eligibility criteria

The option of an assisted death is only available T H E LAW

to people who are terminally ill. This is clearly wo R KS AS
evidenced in Oregon’s Death with Dignity Act

Annual Report, which states that 77.9% of I N T E N D E D
people using the Act since 1998 had cancer and FEARS IT WOULD
7.8% suffered from amyotrophic lateral sclerosis  Bg EXTENDED HAVE
often referred to as motor neurone disease, NOT BEEN REALISED
or MND, in the UK. In addition, respiratory
disease, heart disease, HIV, liver disease and other
neurological diseases such as Parkinson’s are listed as underlying illnesses in
the report. Chronic diseases that have been managed successfully for many
years can enter a terminal phase eventually. At this point if the person is likely
to die within six months, with or without treatment, they may become eligible
for assisted dying in Oregon. Fears of extending the law to people who are not
dying have not been realised.

Twenty years of a safe and effective law 1
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The law protects individual autonomy and dignity at the end of life

The availability of the option of assisted dying gives terminally ill people
choice at the end of life which is the overwhelming motivational factor behind

the decision to request assistance to die?3'.

“On the day be died, he was still able to communicate and
say goodbye. It would have been so much more traumatic to
see him waste away. Rick wasn’t afraid of pain or being a

burden to us. He just wanted to be in control.””

Nora Miller, whose husband Rick had an assisted death

Upfront safeguards protect the public,
prevent coercion and value
individual choice

Studies of the law in Oregon demonstrate

it is safe and effective. Concerns the law
could be disproportionately used by people
who are disabled, elderly, frail, uninsured or
vulnerable have not materialised 3.

People from groups that might be considered
vulnerable are proportionately less likely to
use medical aid-in-dying. The law is only for
dying people of sound mind.

Coercion of vulnerable people was a far
greater risk prior to the implementation of
a transparent system with safeguards and
effective regulation.

Assisted Dying in Oregon

DISABILITY
RIGHTS
OREGON,

AN ORGANISATION
COMMITTED TO
PROTECTING OREGONIANS
LIVING WITH DISABILITIES,
HAS NEVER RECEIVED A
COMPLAINT OF ABUSE

OR ATTEMPTED ABUSE
UNDER THE OREGON
DEATH WITH DIGNITY ACT. 34




Safeguards ensure that a person’s capacity to make healthcare decisions is
well established

A level of sadness is normal for dying people*. Research from Oregon using
an inclusive approach to diagnosing depression (i.e. attributing physical
symptoms such as sleeplessness, weight loss, fatigue and lack of appetite to
depression) found that most people who request medical aid-in-dying do not
have a depressive disorder. The authors acknowledged that among the few
people in their study who used the law whilst

having potential symptoms of depression,
there was no evidence that they did not have EN D-o F-LIFE
capacity *¢. Indeed all of the symptoms used CA RE H AS

for this definition are common effects of

terminal diseases. F LO U R I S H E D

It has also been shown that when physicians ~ WITH DOCTORS

suspect that a psychological disorder is IMPROVING THEIR
impairing judgment, they decline the request ~ SKILLS IN DIAGNOSING
rather than refer the person for a psychiatric =~ DEPRESSION,

evaluation ¥’. MANAGING PAIN AND
REFERRING PEOPLE
Doctor participation in the law is FOR HOSPICE CARE. 383°

strictly voluntary

The law allows health care professionals

to choose whether to participate in any aspect of the Death with Dignity

Act. While most people are able to stay with their existing medical team or
healthcare system when going through the process, if a doctor is unwilling

to honour a person’s request, the person may transfer their care to a new
provider. In this context, it is important to note that many Catholic hospitals
refuse to participate in assisted dying*’, and that for those living in rural areas
of Oregon, there may be no providers within 100 miles willing or able to
dispense the necessary drugs*'. This obliges people to seek support outside of
their immediate locality. Opponents of assisted dying legislation often refer to
this process using the scare language of “doctor shopping” but this is not an
accurate description.

A healthcare professional’s willingness to participate in the law does not

mean that their patients will be exempt from adhering to the safeguards. If a
patient changes healthcare systems in order to access medical aid-in-dying they
must re-establish their entire care and request for assisted dying with the new
medical team.

Twenty years of a safe and effective law

13



14

There are oversight and investigation

processes in place to ensure correct

implementation of the law ASS I ST E D DYI N G

plemenor IS THOROUGHLY
ssisted dying is thoroughly

monitored and controlled by stringent M 0 N I To R E D

eligibility and qualification processes,
AND CONTROLLED BY

mandatory state reporting by the
medical team, as well as medical board STRINGENT ELIGIBILITY AND

oversight and justice department QUALIFICATION PROCESSES.
investigatory power when appropriate.

This scrutiny has contributed to the
safe implementation of the law.

The Oregon model has enabled millions of Americans, Canadians and
Australians to have greater choice at the end of life

Following the successful implementation of the assisted dying law in Oregon,
California, Colorado, the District of Columbia, Montana, Vermont and
Washington have all given mentally competent, terminally ill adults the option
of a legal assisted death .

The experience in Oregon informed Canada’s medical assistance in dying
law and was also incorporated into the assisted dying legislation in Victoria,
Australia, which was passed in November 2017.

Assisted Dying in Oregon
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