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Abstract

Context: The field of aid in dying is expanding in the United States.
Terminally ill patients face difficulties in navigating this legal process.
A combined lack of support by hospice facilities and inability to ac-
cess end of life policy information limits patients’ ability to make fully
informed decisions on where to receive care.

Objectives: The purpose of this article is to survey and report on the
current state of publicly available medical aid in dying policy nation-
ally with a focus on hospice facilities and providers.

Methods: A non-exhaustive list of hospice-providing facilities is
drawn from two public web directories. The 683 facilities identified
in the eleven applicable US jurisdictions were searched for medical
aid in dying policy.

Results: Only 28% of facilities in this review post aid-in-dying policy
to their web pages. This increases to 50% in California and 42%
in Washington. Total policy availability numbers are inflated by the
presence of shared policies operated by large corporate care cen-
ters and multi-site hospital networks. 98% of policies are clearly titled
to assist prospective patients in locating the information.

Conclusions: The legal requirements to post notice of a policy to
a public web page in California and Washington are moderately
successful in increasing the public availability of end-of-life policies.
Similar statutes may be necessary to shift the national standard
of practice. However, statutory requirements to post notice do not
ensure that policy content is comprehensive, factual, or capable of
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aiding a terminally ill patient in making decisions regarding their end-
of-life care including choice of facility or provider. Analysis of policy
content requires further investigation.

Keywords: Health policy; Hospice ethics; Hospice practice Medical
aid in dying

Introduction

Medical Aid-in-Dying (MAiD) in the United States is the legal
process whereby a terminally ill patient takes prescribed medications
following an explicit request with the understanding that the patient
intends to self-administer the medications to end their life [1,2]. In
1997, Oregon became the first state to legalize MAiID through their
Death with Dignity Act [3]. At present, ten states and the District of
Columbia permit MAiD [4]. Globally, 200 million people have legal
access to some form of assisted dying in Canada, Columbia, Lux-
embourg, the Netherlands, Switzerland, parts of Australia, elsewhere
[5]. In the United States, accessing MAiD remains challenging even
in jurisdictions where it is legal. Navigating policies and finding pro-
viders can prove difficult, particularly for individuals with limited
resources and high symptom burdens at the end of life [6]. Although
the American Medical Association (AMA) has adopted a position of
neutrality that physicians can provide MAiD without violating their
professional obligations, 70% of patients who seek assistance from
the non-profit End of Life Washington cite difficulties with finding
physicians who support aided dying [7-9]. Veterans are excluded from
accessing assisted dying unless they can afford private medical care
as federal law prohibits VA physicians from participating [10]. There
are few evidence-based reviews on the barriers to accessing MAiD
to supplement case repots and news media features of patients strug-
gling to find providers, pharmacies, hospice facilities to accept them
after making a request for MAID [11].

Access to MAID is noticeably constrained when hospice facilities
which do not support a patient’s right to request or ingest aid-in-dying
prescriptions require the transfer of care to unfamiliar or distant facili-
ties in the final days of life [12]. There is clear interrelation of hospice
care and MAID: over 90% of patients in California, Oregon, Wash-
ington are enrolled in hospice at the time of ingestion [13-15]. Mul-
tiple states require providers to counsel patients who request MAiD
about feasible alternatives including palliative, comfort, hospice care
[16,17]. Hospices are not required to support MAiD practices, but
failure to clearly disclose a facility policy constrains the ability of
prospective terminally ill patients in making fully informed decisions
on how to achieve a death in line with their own values [1]. The Amer-
ican Clinicians Academy on Medical Aid in Dying recommends that
an aid-in-dying policy statement be posted in a clear, readily acces-
sible, prominent web page location. That policy should use specific
language which provides adequate information to staff, clinicians, pa-
tients and families [18]. Improving the transparency of health policy
information and addressing barriers to access has been the impetus for
provisions and amendments to MAiID statutes. New Mexico’s Eliza-
beth Whitefield End-of-Life Options Act requires health care entities
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that prohibit MAID to “accurately and clearly articulate” their oppo-
sition on their entity website and in materials given to patients [19].
California amended their End of Life Option Act via Senate Bill No.
380 (SB 380) in January 2022 with a new legal obligation for health
care entities to post on their public internet website the entity’s current
policy governing MAiD [20]. Washington’s Senate Bill No. 5179 (SB
5179), which took effect in July 2023, requires end of life services and
Death With Dignity Act policy be included in the information hospi-
tals must post to a website location readily accessible to the public
[21]. SB 5179 only applies to hospitals whereas SB 380 applies to all
healthcare entities. The latter is most reflective of the nature of hos-
pice care which can be provided in a multitude of settings including a
patient’s home, a free-standing or independent facility, a hospital, or a
nursing home/assisted living center [22].

To date, no large-scale efforts have been undertaken to scope the
issue of aid-in-dying policy availability across the United States or
the effect of statutory policy transparency mandates. The aim of this
article is to assesses the current public availability of aid in dying pol-
icy in all relevant jurisdictions with a focus on hospice providers. This
is necessary to evaluate whether legal mandates effect the intended
changes to improve policy availability and support information trans-
parency.

Methods

A list of hospice-providing facilities and entities was generated
from the Centers for Medicare & Medicaid Services (CMS) online
web directory [23]. A total of 498 facilities were identified after ap-
plying filters for the eleven applicable two letter postal abbreviations
and facilities with a CMS Certification Number (CCN). The CCN is a
6-digit facility identifier used by CMS to verify that a facility has been
Medicare-certified for specific services. A list of additional facilities
was then queried from the from the National Hospice and Palliative
Care Organization (NHPCO) web directory [24] (figure 1). Facility
addresses were cross-referenced to avoid duplicates. An additional
185 facilities were identified for a total of 683 facilities.

Figure 1: Hospice policy analysis identification methods.

Hospices were eligible for review if they: (1) were operational
between May and August 2023 and (2) had an English-language web
page that was (3) publicly accessible via internet search engine. 31
facilities (4.5%) did not meet inclusion criteria. Eligible web pages
were then searched using the terms medical aid in dying; aid in dy-
ing; end of life option act; and death with dignity. Web pages were
searched for additional legislative-specific terms in Colorado (Prop-
osition 106); Hawaii (Our Care Our Choice Act); Montana (Baxter v.
Montana); New Mexico (Elizabeth Whitefield End-of-Life Options
Act); and Vermont (Act 39). The results are reported in Table 1.

Non-Oper- . .
. . No Web n Eligible n Policy
Facili- ational or
. Page Iden-  for Review Posted
ties (n) Closed .
tified (n) (%) (%)
(n)
California 251 5 4 242 (96.4)  122(50.4)
Colorado 91 3 3 85(93.4) 16 (18.8)
DC, Wash-
- 3 - - 3 (100) 0(0)
ington
Hawaii 11 - - 11 (100) 3(15.0)
Maine 19 - - 19 (100) 0(0)
Montana 37 - - 37 (100) 6(16.2)
New Jersey 78 2 5 71 (91.0) 0 (0)
New Mexico 63 3 1 59 (93.6) 15 (25.4)
Oregon 69 1 2 66 (95.6) 6 (16.6)
Vermont 14 - - 14 (100) 1(7.1)
‘Washington 47 1 1 45 (95.7) 19 (42.2)
Total 683 15 16 652 (95.5) 188 (28.8)
Table 1: Hospice facilities and providers with a MAiD policy available
via web page. . Percentage calculated from the number of facilities eligible
for review.

Results and Discussion

National Data

More than 95% of facilities surveyed in this review had a web page
accessible by public internet search engine. Only 188/652 (28.8%) of
facilities that met review criteria had an aid-in-dying policy located
on their public web page. No policies were identified for facilities in
Maine, New Jersey, or Washington, DC (n=93).

Nomenclature

Ethical health communication strategy begins with equity and
ease of access to information. Policy titles must be reflective of cur-
rent legal and medical lexicons as these are the terms prospective
patients and their family members are most likely to employ when
conducting an online search. There has been a significant shift in poli-
cy naming practices over the last decade towards a more uniform, reg-
ulatory-based lexicon. We located four policies (2.1%) whose titling
terminology was not reflective of relevant legislation or of the con-
temporary lexicon surrounding MAiD. These titles were “Physician
Aid in Dying” (n=2), “Provider-Hastened Death” (n=1), “Physician
Assisted Suicide” (n=1). A 2010 review of hospice policies obtain via
information requests directly from Oregon facilities found that 52.7%
of policies used the term “assisted suicide” while only 24.4% referred
to the legislative name Death with Dignity Act [25]. By contrast,
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97.9% of the policies identified in this study used the title aid in dy-
ing, medical aid in dying, or referenced the applicable state-specific
legislative name like Death with Dignity Act.

Additionally, Hawaii, New Mexico, Washington now allow os-
teopathic providers, advanced practice registered nurses, physician
assistants to provide MAiD [26]. The continued use of physician-spe-
cific language (i.e., “physician assisted” and “physician aid”) is no
longer appropriately descriptive of these processes. Addressing in-
equalities in access to health information requires making informa-
tion directly accessible and comprehensible to the public; that in-
formation must also be truthful and non-judgmental [27]. Though it
may seem innocuous, policy title phraseology, connotation, choice
of language are intentional and can have significant influence over
patient decision-making. The varied landscape of aid-in-dying policy
nomenclature has been previously critiqued as overly emotive and
not accurately descriptive of the statutes, specifically in the use of
value-laden terminology used to instill moral assumptions and emo-
tional prejudgments about a patient’s decision [28]. Facility policies
that have historically used stigmatizing terminological variations like
“suicide” were less likely to support MAiD and more likely to be
religiously affiliated with Roman Catholicism [25]. Our results affirm
these prior findings as the policies that reference suicide and hasted
death were operated by Catholic and Christian health care system.
The continued errant analogization between MAiID and euthanasia
by groups like the Catholic Health Association [29] not only stigma-
tizes MAID as an illegitimate end of life care option, but violates
legal provisions which prohibit health care entities from engaging in
false, misleading, or deceptive practices relating to policy concerning
end-of-life care services [20]. Euthanasia occurs when someone other
than the patient administers medications. Euthanasia is not permitted
in the US. MAID requires a patient to self-administer the prescribed
medications. The AMA and the American Nurses Association (ANA)
explicitly distinguish the practice of aid in dying as distinct from eu-
thanasia [7,30]. While health care policies can and should reflect the
ethos and guiding principles of an organization, the development of
these communication and policy materials must be done in a manner
that is respectful and not condescending of individual patient values
[31]. All four separate policies which used outdated terminology or
morally culpable language in their titles were shared policies with
far-reaching scopes.

Shared Policies

The presence of shares multi-facility policies was sizeable. Within
California specifically, the 122 facility web pages with a policy posted
included only 41 unique policy statements or documents. This was the
result of care corporations and hospital networks which operate under
a singular shared policy. An average of 2.9 California facilities was
covered per policy. The largest was Providence Health & Services, a
Catholic health care system whose aid in dying policy covered nearly
90 facilities across 7 states. The presence of these shared policies can
distort the perception that half of California facilities are compliant
with the posting requirements of SB 380. When analyzed closer, 22
single-site California facilities were found to have a policy posted
whereas 65 single-site California facilities did not. We theorize that
multi-facility care corporations and large hospital systems are more
likely to post operational policies because these health entities have
legal and regulatory departments whose job duties include monitor-
ing compliance with statutory changes, creating uniform site policy,
reviewing standard operating procedures. However, we also contend

that posting a policy to a web page represents a very low bar for small
group, independent, or stand-alone facilities to meet. SB 380 took
effect over eighteen months ago and New Mexico’s law passed more
than two years ago. This is ample time for any health care entity to
have adhered to any and all requirements set forth.

Policy Content

The primary objective of this survey review was to identify the
availability of MAiD policies. Although the aim was not to analyze
nor catalog policy content, it was evident that there were significant
variations in policy content, clarity, thoroughness. A policy is defined
as a high-level overall plan detailing the general goals and acceptable
procedures [32]. The processes to access MAID are complex and pro-
spective patients have the right to understand how a chosen hospice
provider will respond if that patient makes a request for MAiID at
the end of life. Multiple policies from facilities in California, New
Mexico, Vermont were no more than one sentence in length. Others
made no attempt to describe any procedural processes, instead using
terms like “opt out” or “neutral position.” Select examples are listed
in Table 2.

Vague or non-specific aid-in-dying policy language

“Emanate Health facilities will not participate in the End Of Life Option Act.” California

“YoloCares supports patient rights and choices through offering Education and Support
about the EOLOA.” California

“HopeWest has chosen to opt out of participation.” Colorado

“[Brattleboro Area Hospice] BAH has maintained a neutral position which remains in

place now that Act 39.” Vermont

Table 2: Examples of vague or non-specific aid-in-dying policy language.

The use of non-specific terminology and vague language can lead
to uncertainty, confusion, differing interpretations about the permitted
roles of providers, facilities, patients if a request for MAiD were to be
made. Additional qualitative and interview-based research is planned
to further analyze of the scope and diversity of aid-in-dying policy
content identified in this review.

Limitations

This research project did not aim to be exhaustive in its review
of every potential health care entity that might receive a patient re-
quest for MAID. This research focuses primarily on the intersection
of MAID with hospice/palliative care facilities and providers. The
public CMS and NHPCO web directories were selected to identify
health care entities within this field, the number of entities reviewed
is considerably larger than previously reported single-state studies
of hospice MAID policies [25,28]. This research did not extensively
cover private and group medical practices, membership-based con-
cierge medical services, or community-based provider groups which
also routinely provide hospice and palliative care.

Conclusion

This research is among the first to map the public availability of
hospice policies on a large scale across every US jurisdiction where
aid in dying is legal. Incomplete policy disclosure remains an area of
ongoing concern and is an under-researched area of end-of-life care
literature. It is not currently standard practice for hospice-providing
facilities and other healthcare entities nationally to make aid in dying
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policies publicly available. The data in Table 1 does not suggest that
the majority of health care entities have no established MAiD policy.
Rather, policies are likely only available to the staff within the facility
or to patients only after intake. Terminally ill patients cannot follow
recommendations that they choose providers and facilities based on
whether they will support their end-of-life chooses if they cannot pro-
spectively locate MAiD policy statements or protocols [33]. Statutory
requirements to post a policy —as seen in California, Washington, New
Mexico — are moderately effective at increasing the public availability
of policies. Compliance remains at or under 50%. Nearly all policies
were easily identifiable due to improvements in the uniformity of title
terminology. Legal mandates may be the necessary initial impetus to
change standard practice and increase policy transparency. However,
accountability sanctions or review mechanisms are also likely need-
ed to improve widespread compliance and assure content veracity.
Regardless of whether a health care entity chooses to participate in
or opt out of MAID, this information must be made prospectively
available to potential patients and their families. Clear communica-
tion and empowering patients them to make informed decisions about
their care are core philosophical values of hospice care [34]. A lack
of health policy transparency and inaccessibility represent pressing
but easily surmountable barriers to supporting informed health care
decision-making at the end of life.
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