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Introduction

Palliative care (PC) has the ability to
enhance quality of life for people who are
diagnosed with a life-limiting, serious ill-
ness. However, there are populations whose
experience of PC may not measure up to the
standard of care that most palliative patients
receive. Individuals with substance use dis-
orders (SUD) often encounter barriers to
optimal care. The World Health Organization
(WHO) defines SUDs as “a group of condi-
tions related to alcohol or other drug use,”
all of which include the use of psychotropic
substances that may or may not have been
prescribed clinically.! These include alcohol,
opioids, cannabinoids, sedatives, hallucino-
gens, cocaine, and other stimulants such as
tobacco. This paper will focus on more stig-
matized SUDs related to alcohol, opioids,
and illicit substances, as many PC programs
do not have adequate knowledge on how to

care for these individuals and their unique
concerns. This paper will examine com-
mon barriers to PC in the general population
and discuss those exclusive to those with
an SUD. Recommendations on improving
access to PC for both populations are also
discussed.

General Barriers to Palliative Care

According to the WHO, an estimated 40
million people worldwide need PC yearly.
However, despite increasing options related
to PC, gaps persist in the number of people
eligible for it who are accessing it in the
United States and globally. The focus of this
paper will be issues pertinent to the United
States. Palliative care is a specialized treat-
ment approach for individuals of any age
with a serious illness.? The goal of PC is to
improve the quality of life of patients with
potentially life-threatening illness and their
families and/or caregivers. This is achieved
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through the prevention and relief of suf-
fering by means of early identification and
treatment of pain and other problems physi-
cally, psychosocially, and spiritually related
to their condition.’ Hospice care is distinctly
different, because it is PC that is exclusively
for those with a prognosis of death within
six months. However, while this distinction
exists, its bearing upon the present topic is
minimal. Thus, [ will remain largely focused
on PC throughout this essay.

Unfortunately, only about 14% of people
who need PC receive it.* In the United States,
it is estimated that about 6 million would
benefit from PC services, yet less than 2 mil-
lion access these services each year.” One of
the primary reasons for this is the variabil-
ity in access due to geographic and other
setting-related characteristics. For instance,
a 2019 study by the U.S. Center to Advance
Palliative Care (CAPC) showed that 90% of
hospitals with PC are located in urban areas,
while only 17% of rural hospitals with 50 or
more beds report having PC programs.® That
means someone with a serious illness living
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in an urban area has access to significantly
more hospital PC programs than those living
in regions that are largely rural.

Lack of understanding about PC also
impacts its utilization. PC nurses perceive
communication as the number one issue
that needs improvement in end-of-life care.
This includes dialogues between healthcare
teams and providers, and providers, patients,
and their families.” Healthcare providers
often remark that they either “lack time” or
are “reluctant” to have conversations about
end-of-life care for various reasons.® Topics
such as clarification of resuscitation wishes,
potential treatment plans if the prognosis
deteriorates, appointing a surrogate deci-
sion-maker, or clarifying goals at the end of
life and after death are glossed over or avoid-
ed because physicians do not believe their
patients are ready for such conversations,
they do not want patients to give up hope,
and/or they perceive such discussion as an
indication of failure on the physician’s part.’

There is also a lack of public awareness of
what PC is and what services it provides.
This particular barrier to access is wrought
by fear surrounding conversations about
the end of life as well as misinformation
about what PC requires from the patient,
including the notion that they must forgo all
treatment.”’ In one study regarding end-of-
life communication barriers, it was found
that 58% of those interviewed did not want
to engage in such conversations with their
providers."! Other patient-related barriers
include lack of awareness of hospice as an
option, preference for more aggressive ther-
apies, conflict between spiritual beliefs and
the goals of PC, and an inherent mistrust of
the medical system.'? Many of these percep-
tions also stem from a lack of knowledge
or poor observations regarding what pallia-
tive and hospice care are—for instance, that
hospice care “bumps people off™ or is a sign
of “giving up.” These individuals may also
be unaware of the severity of their illness,
which depends on how truthful the doctor
and family have been about their prognosis.
Patients and their families may also believe
that acknowledging the severity of their ill-
ness may hasten the patient’s death.”

Another barrier to PC access is a lack of
adequate medical and nursing workforce
with training and expertise in PC. Currently,
the United States has 7,600 physicians who
are board certified in PC.* Unfortunately,
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these numbers are dwindling. This means
that many providers who are working with
patients who have a serious illness and refer-
ring them to PC are not adequately trained
to handle end-of-life care. This trend will
continue as burnout among these special-
ized providers continues and the number
of incoming physicians and PC specialists
remains stagnant. Aside from the fact that
the number of specialty physicians entering
the field cannot meet current and burgeon-
ing demands, limited funding also creates
a barrier to adequate PC access. For gradu-
ate medical education, funding is provided
through Medicare, which caps the number
of slots in teaching hospitals each year at
80,000—a number that has not changed
since 1997 despite changing demograph-
ics and the introduction of new specialties
like PC."> There is also a reluctance from
primary care physicians to engage with
end-of-life curriculum beyond what is cur-
rently required because current curriculum
already has a demanding training load and
there is an expectation that PC specialists
will fill in gaps.'® The combination of lack of
specialists, lack of knowledge of services by
non-specialists and other healthcare work-
ers (i.e., nurses), and a reluctance to refer to
PC services only perpetuates the inequities
present in access to and utilization of PC
services.

Concerns related to cost and insurance
coverage of palliative and hospice care by
healthcare consumers, their families, and
even providers also create barriers to these
services. Many families simply do not
understand what is covered by their insur-
ance companies with regards to PC and
hospice. A study by the National Hospice
Foundation showed that 90% of Americans
do not realize that hospice care is fully cov-
ered through Medicare.” In fact, Medicare,
Medicaid, and most private health insur-
ers provide a full array of PC services for
patients who are hospitalized or in hospice
care and their families.

Barriers to Palliative Care for Individuals
with Substance Use Disorder

Although individuals living with an SUD
share many of the same barriers as the
general population with regard to access-
ing PC, they also have unique obstacles to
navigate. The actual number of individu-
als in palliative or hospice care with an
SUD is not entirely known, although some

studies suggest that the numbers probably
mimic that of the overall population. The
2018 National Survey on Drug Use and
Health estimated that 19.7 million (6.0%)
Americans aged 12 years or older had an
SUD. Other studies estimate that up to 25%
of palliative and hospice care patients pres-
ent to treatment with an active SUD or in
recovery from one.'”

Consider that the U.S. population of per-
sons 65 and over is rising exponentially.
According to the Global Burden of Disease
Study, mental health and SUD conditions
account for 74% of the global disease
burden worldwide, and this percentage is
expected to increase. Neuropsychiatric dis-
orders (including SUDs) are also expected
to comprise 5 of the top 10 causes of dis-
ability worldwide. The Census Bureau
estimates that by 2050 the U.S. population
of persons 65 and older will increase to 70
million."” Despite research that suggests that
drug use diminishes as individuals age, the
Baby Boomer generation continues to show
a higher rate of drug abuse and misuse than
previous generations, although Generation
X (1963-1982) and Millennials (1983-2002)
show significantly higher rates of alcohol,
marijuana and opioid use, misuse, and abuse
in comparison.*® The potential for opioid
abuse related to pain management has also
increased with the introduction of highly
addictive drugs such as Oxycontin and
increasing costs associated with its produc-
tion and distribution. With 94% of palliative
and hospice care patients entering care at 65
or older, a consideration about the impact of
SUDs, cognitive function, and risks at the
end-of-life is necessary if optimal care is to
be provided.”!

The impact of an influx of older adults with
comorbidities on a PC model that is already
ill-equipped to handle palliative patients
with an SUD should not be understated.
While empirical research on geriatric PC is
scarce, there is evidence that the type of care
older adults are receiving is already severely
lacking compared to their younger counter-
parts. This means that the unique, unknown,
or misunderstood needs of older adults with
SUDs often go unchecked or are misdiag-
nosed.” Inconsistent screening protocols
might cause providers to overlook the symp-
toms of SUDs or attribute them to the dis-
eases or comorbidities associated with their
PC enrollment. Not only can unconscious



or conscious stigma and/or bias related to
SUDs impede the healthcare experience for
this population, but the additional burden of
ageism can also further inhibit seeking and
obtaining care and have a negative impact
on patient outcomes. Ageism is defined by
the WHO as stereotypes, prejudices, and
discriminatory actions that are conceived,
felt, and acted upon on as a result of as per-
son’s age.” These can be experienced at the
intrapersonal, interpersonal, and institution-
al/systematic levels—for instance, thinking
that older people are difficult to deal with,
are frail and helpless, or ignoring older
people’s needs in favor of those of younger
patients.

Perhaps the biggest barrier facing individu-
als with an SUD is the stigma associated
with these disorders. In fact, there exists
such a gap between the number of individu-
als with SUDs and those who receive any
form of treatment for them in any setting
that the National Institute on Drug Abuse
identified understanding and decreasing the
stigma of SUDs as a major priority moving
forward.* Stigmas set an individual or group
apart from “normal” society, thus inviting
stereotyping, prejudice, and negative actions
towards those who possess what sociolo-
gist Erving Goffman called the “mark of
disgrace.”” Substance use disorders are
more highly stigmatized than any other
health condition; therefore, individuals liv-
ing with them experience negative reactions
at a higher rate.”® These individuals are more
often perceived as dangerous or unpredict-
able, unable to make autonomous decisions
about treatment or finances, or blameworthy
or responsible for their SUD, non-compli-
ance to treatment, and/or moral failures.”
This perception not only comes from the
public, it persists in the medical field. It
manifests in the form of lower-quality care
and hesitance or resistance to administer-
ing certain types of treatment. It can affect
the individual with an SUD in the form of
self-stigma; that is, awareness of public atti-
tudes, beliefs, and behaviors towards some-
one with their illness can affect mental and
physical health.?® This can lead to lower self-
esteem, decreased self-efficacy, and feel-
ings of uselessness. Structural stigma also
occurs in the form of lower levels of funding
for treatment, limited access to treatment
modalities, and other institutional policies

that enhance stigma and further marginal-
ize those with an SUD.”

The use of stigma-reduction methods for
healthcare professionals and paraprofes-
sionals can aid in the reduction of stigma
towards individuals with SUDs. Such meth-
ods include educational interventions where
participants learn about the SUD, stigma,
and their effects on health; skill-building
activities that allow providers to acquire
skills to work with stigmatized populations;
hands-on learning wherein participants
actively assist in interventions with stigma-
tized populations; group contact that also
involves working alongside persons with
lived experience; and structural changes that
involve policy changes at the institutional
level, providing clinical materials or facility
restructuring.®

Ongoing prejudice and discrimination
towards those with an SUD can create a
barrier to PC treatment—particularly those
with an opioid use disorder (OUD), consid-
ering pain management is a key component
of PC.*" A 2016 study of physicians in vari-
ous fields showed high levels of desire for
social distance from people with an OUD:
many were unwilling to have a person with
prescription OUD marry into the family
(79%) or to work closely with the respon-
dent on the job (77%). More than half (66%)
viewed people with a prescription OUD
as more dangerous than the general popu-
lation.**> Palliative care providers remain
hesitant to provide care to a chronically ill
person with any history of an OUD for a
variety of reasons. One recurring theme is,
as one PC nurse put it: “We are not trained
in addictive medicine.” Others fall back on
misconceptions and misrepresentations of
OUDs fueled by structural and public stig-
ma: “This is not a comfortable situation for
a clinician to be in, where now I have to be
a cop.””* This quote also alludes to another
concern within the medical community: the
possible legal ramifications of exceeding
prescribing limits or the repercussions asso-
ciated with unintentional consequences such
as an overdose. These, in and of themselves,
attach stigma related to the prescriber’s
intentions and actions.*

Ongoing stigma towards individuals with
past or current histories of OUD in these
instances only serve as yet another barrier

towards PC. For instance, individuals who
have a debilitating or terminal illness may
qualify for PC at some point over the course
of their illness. During this time, they may
also require pain management. Chronic
pain management for those with an SUD
is already of concern, especially consider-
ing it is known that individuals with active
or history of substance abuse are known to
be at high risk for undertreatment for pain.*
So while diversion or misuse of pain medi-
cations in palliative or hospice care may be
related to OUD, other factors such as those
related to maladaptive coping (chemical
coping) or uncontrolled pain may also be a
cause. Those with an active SUD are also
at a disadvantage in places that cannot or
will not accommodate current/ongoing drug
or alcohol use. This may put an additional
burden on their health if they are denied PC
or are forced into withdrawal.”” The ques-
tion becomes whether it is more important
to address the SUD or relieve the patient’s
suffering from their life-limiting illness
and highlights ethical dilemmas created
by a desire to control the SUD and balance
symptoms of their illness.

Denying equal access to PC on the basis of a
stigmatized condition challenges the bioeth-
ical principles of justice, beneficence, and
nonmaleficence. In bioethics, justice refers
to the idea that everyone should have equal
access to healthcare. The principle of benefi-
cence requires providers to provide the most
beneficial care, while nonmaleficence asks
them to “do no harm.”® Denial of care on
the basis of status as an active substance
user calls all of these principles into question
and may be considered unethical. It could
also be argued that requiring PC candidates
to be non-users challenges the principle of
respect for autonomy, which acknowledges
that autonomous individuals are free to
make their own decisions so long as they are
cognitively capable and it is an informed,
voluntary decision. Contingencies such as
non-usage may be considered coercive and
impact the patient’s decision. Lack of under-
standing of these issues can compromise
palliative or hospice care for an individual
with an SUD who is often under more scru-
tiny than other “normal” patients. Currently
there is a paucity of studies regarding hos-
pice and PC medicine providers’ compe-
tence to diagnose SUDs, but one study did
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show that less than half (48%) had a work-
ing knowledge of addiction, and a majority
(60%) had four hours or less training on opi-
oid misuse.”

Acknowledging that there are gaps both
in the administration of PC to individuals
with SUDs and the amount of empirical
research being done to analyze and address
such gaps is vital to the process of improv-
ing and enhancing PC for this population. Tt
is promising that there is growing academic
interest in this issue, as the paucity of litera-
ture is in and of itself an ethical concern. No
universal solution currently exists. However,
there are strategies that may be useful in
alleviating inequities that still exist in PC
models. Although systematic research of PC
for individuals with an SUD is scarce, what
we can draw from what little research we
do have on this population, as well as docu-
mented experiences of addicted and non-
addicted individuals in PC, may be useful
in the generation of recommendations for
improving and enhancing current models of
PC to include the needs of those living—and
dying—with an SUD.

Recommendations for General Palliative
Care Improvement

A 2020 review of challenges present in the
provision of PC for cancer patients noted
that there were several policy and/or pay-
ment-level challenges to implementing and
maintaining adequate PC, including lack of
funding, lack of a comprehensive national
PC plan, a fragmented or weak healthcare
system, and lack of government support.*
On a global scale, the WHO identifies lack
of integration of PC into national health poli-
cies and systems as a barrier to it.*! As for
the United States, the National Academy
of Medicine (NAM) recommends financial
and policy reform by public and private
insurance and healthcare delivery pro-
grams for patients with serious illnesses or
in need of end-of-life care. They note that
any financial incentives that currently exist
are written into Medicare and Medicaid
reimbursement guidelines, often resulting
in fragmented care and an increased risk of
unnecessary services that would itself con-
stitute Medicare fraud and/or abuse.*

Issues such as these at the policy and pay-
ment levels of care can be addressed by
designing and implementing a national PC
policy. This can be achieved through the
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involvement of stakeholders, budget sup-
port, and negotiating for secure government
or health insurance funding provisions.
Enhancing and increasing research about
PC were also identified as essential policy
facilitators that help in identifying the needs
of and gaps present in the delivery of PC. In
2014, the World Health Assembly approved
its first global resolution on PC, calling upon
the WHO and its Member States to improve
access to PC as a core component of health
systems.® In an attempt to address gaps that
persist in access and utilization of pallia-
tive services globally, they emphasized the
need for national-level changes that include:
health system policies that integrate PC
services into national healthcare systems;
policies that strengthen and expand human
resources, including training of existing
health professionals and inclusion of pal-
liative curricula into training programs for
new health care professionals; educating
volunteers and the public; and policies that
ensure the availability of “essential medi-
cines” for managing symptoms, particularly
opioid analgesics.**

Recommendations from U.S. stakeholders
such as the NAM, CAPC, and the National
Palliative Care Research Center are like
those of the WHO. These organizations
emphasize the need for policies that enhance
clinician skills, workforce development,
increased public awareness (especially at
the state level), payment reform, enhanced
quality and standards for PC services, and
promotion of PC research.* Since the recog-
nition of PC as a distinct medical subspecial-
ty in 2008, organizations such as the CAPC
and National Palliative Care Research
Center have offered guidance at the state
and national level to address these concerns.
Some states have passed laws that require
continuing education in PC and closely
related topics such as pain management and
safe opioid prescribing. Private health plans
now recognize and require clinician training
in basic palliative components. In the United
States, there is now board certification in PC
for physicians and PC certification for nurs-
es as well.*® Changes in payment systems
are also progressing. Medicare allows spe-
cific payment for advance care planning and
complex chronic care management. Several
private insurance companies are also chang-
ing the way they address payment for PC at
hospital and non-hospital levels. To address
the issue of quality of PC, the United States’

National Quality Forum established the
Geriatrics and Palliative Care Standing
Committee to more rigorously review and
enhance quality measures for older adults
receiving PC services. Research focused
on PC has also received more attention and
funding in recent years.*

What some of these global- and national-
level reports sometimes fail to consider or
adequately address are the barriers to PC
that exist within organizations, such as lim-
ited physical infrastructure and geographi-
cal considerations that could hinder access.*®
These could be addressed within policies
created at the state, national, and global
level—specifically those related to fund-
ing, training, and workforce. While gaps in
these areas persist, progress in recent years
is encouraging. A micro-level analysis of
the barriers to PC shows that individual- and
social-level barriers largely focus on knowl-
edge, attitudes, beliefs, skills, and the culture
of families, healthcare practitioners, and the
public. Barriers could be addressed by pro-
viding continuous education for providers as
well as adequate education to patients, fami-
lies, and the public regarding PC services.
Person-centered PC that includes cultural
aspects of care and values patients’ per-
sonal preferences and beliefs is another step
towards enhancing access to and provision
of these services.

Recommendations for Palliative Care
Improvements for Individuals with
Substance Use Disorders

As stigma continues to hinder efforts to pro-
vide equitable care for individuals with SUDs
in general aspects of healthcare, let alone for
specialty services such as PC, the consensus
among providers and consumers of such ser-
vices is that there is a lack of education both
on PC and SUDs. One way to address this
is to provide healthcare providers with foun-
dational understandings of stigma and how
it manifests in healthcare. The use of a theo-
retical framework such as the Health Stigma
and Discrimination Framework would be
beneficial in this regard, as it updates pre-
vious frameworks that tend to focus on one
condition in isolation or generally only men-
tal health conditions.* The Health Stigma
and Discrimination Framework follows the
process of stigmatization across the socio-
ecological spectrum of health, which var-
ies according to economic context. It also
makes an important distinction from other



frameworks in that it does not distinguish
the “stigmatized” from the ‘“stigmatizer,”
thus eliminating the chance of develop-
ing an “us” versus “them” mentality that is
inherent in the stigmatization process. This
framework could not only be used in clinical
training but also as a guide for intervention
development, measurement, research, and

policy.

Another approach to mitigating stigma in
the treatment of individuals with SUDs is
the use of “dignity-enhancing care.” Initially
developed by Chris Gastmans for nursing
practice, dignity-enhancing care privileges
dignity while providing care.”® Respect for
dignity has come to mean different things
depending on the interpretation of what
“dignity” means. Whether one believes it is
dependent on merely being human, or that
dignity is bestowed upon all from God, dig-
nity-enhancing care speaks to the assertion
that respect for dignity is an ethical impera-
tive—regardless of an individual’s status.”
Individuals with SUDs are often not treated
with dignity because of their health condi-
tion. Dignity-enhancing care uses lived
experience as a starting point to address
this. It employs interpretative dialogue as
a normative standard to access the other’s
lived experience. Respecting a person’s
dignity requires understanding the person
holistically; this is achieved through effec-
tive, meaningful communication. The aim
of the communication is to understand the
patient as a person and then, after multiple
dialogues between the patient and provider
team, to design the care plan.*> The purpose
of this approach is to heal, not simply to fix
the wound. This is particularly important in
palliative patients, who are striving to find
ways to improve their quality of life while
living and dying with serious illnesses.*
This is evident in the increased push for
“death with dignity” laws that have passed
in recent decades.**

Provider education should also include a
component that focuses on SUDs, as they are
not isolated to any aspect of healthcare. As
reports have shown, interest in and need for
PC training for medical students and nurses
is on the rise. Despite this, there is a distinct
lack of experience in PC staff with individu-
als with an SUD. These individuals interact

with the healthcare system for similar rea-
sons as the general public, so it is vital that
healthcare professionals have a basic under-
standing of the pathology of SUDs and their
effect on all aspects of health. Education of
this type complements and supports any
education of stigma and stigmatizing health
conditions.”

Public education on SUDs has changed dra-
matically over the course of the first part of
the twenty-first century. In a sharp contrast
to the punitive nature with which drug use
and misuse was handled in the twentieth
century, the U.S. federal government has
gradually shifted its drug control approach
to a policy focused on prevention, treatment,
and rehabilitation. In 2018, the U.S. Surgeon
General released “Facing Addiction in
America: The Surgeon General’s Spotlight
on Opioids,” which calls for a change in the
way society addresses SUDs.*® It emphasiz-
es the importance of focusing on prevention
and treatment and considering the biologi-
cal, psychological, and social factors that
influence SUDs. This change in focus can
facilitate more cogent understandings about
SUDs and influence the way in which people
who have SUD engage with the healthcare
system. However, media continue to control
certain narratives about the opioid epidemic
that perpetuate negative stereotypes about
substance use/misuse in general.”” Creation
of public health educational campaigns
such as “Stop the Stigma” serve to inform
the public about the realities of SUDs and
may also help mitigate personal-level stig-
mas that often prevent people from seeking
help for their SUD. On the same level, pub-
lic health campaigns for PC like the Public
Health Strategy developed by the WHO can
also promote awareness and education sur-
rounding PC services.*® The hope is to make
PC and discussions about end-of-life ser-
vices more common and easier to access.”

Provision of PC services must also adapt
to provide equitable care for individuals
with SUDs. This will require organiza-
tional changes, as policies and procedures
for caring for this population within the
purview of PC are underdeveloped or non-
existent. These may include changing the
way(s) in which PC patients are screened
for drug use/misuse; developing/expanding

interdisciplinary relations with departments
such as addiction therapy to provide addi-
tional, disease-specific supports; incorpo-
rating evidence-based treatments such as
medication-assisted treatment and/or harm
reduction methods into PC; and collaborat-
ing with researchers to develop/improve
protocols for individuals with SUDs within
the health system being served.

Conclusion

Ideally, it is the hope that the convergence of
all these things will provide, at a minimum,
adequate PC services throughout global
healthcare systems. Global/national level
policy changes, changes in organizational
infrastructure, updated health provider cur-
ricula and training, and community/person-
al level interventions such as public health
campaigns may all have a unique, positive
effect on individuals with SUDs and people
in general with regards to access to and
experiences in PC. The desire for social jus-
tice in medicine in the form of equal access
is not a concept that is relegated to princi-
ple-based ethical decision-making that is
popular in Western bioethics; the desire to
recognize, respect, and uphold the dignity
afforded in all by God has become an edict
in Judeo-Christian medicine.® Recognizing
that every human has equal value in the
eyes of God means that we recognize the
dignity and vulnerability of others, regard-
less of where they are in their lives—from
beginning to the end. In Pope John Paul II’s
encyclical letter Evangelium vitae he wrote:

The dignity of life is linked not only to its
beginning, to the fact that it comes from
God, but also to its final end, to its destiny
of fellowship with God in knowledge of love
of him.*!

Understanding this, it is important for
healthcare providers who are followers of
Christ to advocate for patients who may
benefit from PC—especially those who are
particularly vulnerable to stigma and dis-
crimination. In the meantime, it is essential
that all stakeholders in palliative care focus
on issues at every level of care to ensure equi-
tability for everyone who would benefit from
its services—including those with an SUD.
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