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Abstract
Background: People who use drugs with life-limiting illnesses experience substantial barriers to accessing palliative care. Demand for 
palliative care is expected to increase during communicable disease epidemics and pandemics. Understanding how epidemics and 
pandemics affect palliative care for people who use drugs is important from a service delivery perspective and for reducing population 
health inequities.
Aim: To explore what is known about communicable disease epidemics and pandemics, palliative care, and people who use drugs.
Design: Scoping review.
Data sources: We searched six bibliographic databases from inception to April 2021 as well as the grey literature. We included English 
and French records about palliative care access, programs, and policies and guidelines for people ⩾18 years old who use drugs during 
communicable disease epidemics and pandemics.
Results: Forty-four articles were included in our analysis. We identified limited knowledge about palliative care for people who 
use drugs during epidemics and pandemics other than HIV/AIDS. Through our thematic synthesis of the records, we generated the 
following themes: enablers and barriers to access, organizational barriers, structural inequity, access to opioids and other psychoactive 
substances, and stigma.
Conclusions: Our findings underscore the need for further research about how best to provide palliative care for people who use drugs 
during epidemics and pandemics. We suggest four ways that health systems can be better prepared to help alleviate the structural 
barriers that limit access as well as support the provision of high-quality palliative care during future epidemics and pandemics.
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What is already known about the topic?

•	 Communicable disease epidemics and pandemics, such as the COVID-19 pandemic, intensify the healthcare inequities 
encountered by people who use drugs.

•	 Pandemics are expected to increase the demand for palliative care resources.
•	 People who use drugs with life-limiting illnesses experience inequities in access to palliative care.
•	 There is limited evidence beyond the HIV/AIDS context to guide decision-makers on the provision of palliative care for 

people who use drugs during communicable disease epidemics and pandemics.

What this paper adds?

•	 This paper demonstrates that there is limited knowledge about how to provide palliative care for people who use drugs 
during epidemics and pandemics other than HIV/AIDS.

•	 We identified enablers and barriers to equitable palliative care access, which include organizational barriers, issues 
related to stigma and structural inequity, and access to opioids and other substances

•	 Our findings build on past research that seeks to integrate the premises of health equity within palliative care so health 
systems can be better prepared for future epidemics and pandemics.

Implications for practice, theory, or policy

•	 The findings from our scoping review provides accessible and relevant evidence for healthcare professionals and deci-
sion-makers (e.g. policy makers, administrators) that can be applied to the COVID-19 pandemic response efforts and 
potentially future epidemics and pandemics.

•	 More research is needed about palliative care access, policies, and programs for people who use drugs during commu-
nicable disease epidemics and pandemic beyond the HIV/AIDS context.

Introduction
People who use drugs have an elevated risk of death com-
pared to the general population.1 People who use drugs refer 
to people who use(d) drugs such as alcohol, tobacco, canna-
bis, heroin, fentanyl, and may have experienced non-iatro-
genic harm (e.g. psychological, physical, legal, and policy- 
related) associated with their drug consumption.2 They are 
also at high risk of life-limiting illnesses such as Acquired 
Immunodeficiency Syndrome (AIDS), cancers, pulmonary dis-
eases, and liver cirrhosis,3 and can benefit from palliative 
care.4 Previous research has identified how palliative care 
tends to deprioritize the needs of populations who are “dou-
bly vulnerable”—people who require palliative care and are 
disadvantaged in terms of the social determinants of health.5 
Many people who use drugs have unique end-of-life care 
needs, and encounter barriers in having these needs 
addressed. Barriers include the influence of structural ineq-
uities such as poverty and homelessness, stigma, and sys-
temic racism, resulting in fewer social support and financial 
resources.6 Healthcare professionals also face difficulties in 
identifying members of this population who would benefit 
from palliative care.7 Delivery of community-based palliative 
care may be limited for this population due to concerns that 
settings, such as shelters, are unsafe.8 Zero-tolerance policies 
toward non-medical use of substances also restrict access to 
many palliative care units and hospices.8,9

COVID-19, substance use, and palliative care
Communicable disease epidemics and pandemics intensify 
the healthcare inequities encountered by people who use 

drugs.1 The novel coronavirus pandemic (COVID-19) has 
increased the risks associated with substance use, and vice-
versa.6,10 Loss of in-person clinical and support interven-
tions is exacerbating substance use and leading to worse 
health outcomes, particularly for those who are structurally 
disadvantaged.11 An analysis of United States electronic 
health records found that people diagnosed with substance 
use disorder were at an increased risk for COVID-19 because 
of their high prevalence of life-limiting illness and social 
inequalities.12 Concurrently, the COVID-19 pandemic is 
worsening the overdose crisis, and resulting in a higher rate 
of overdose deaths than pre-COVID-19.13,14

In response to the high transmissibility and mortality of 
COVID-19, healthcare was limited early in the pandemic to 
essential services.10 These included addictions treatment 
and outreach, but many programs, including harm reduc-
tion services, closed or had reduced hours creating service 
access issues and treatment disruptions.15–17 While 
demand for palliative care increased during the COVID-19 
pandemic,18–20 palliative care professionals were consid-
ered essential but many were required to transition to vir-
tual care to reduce in-person encounters.21 However, 
people may not have access to the necessary technologies 
to receive virtual care (e.g. smartphones, internet), espe-
cially those who live with severe mental disorders, poor 
health literacy, and experience homelessness.15,22 These 
public health interventions were necessary to minimize 
the SARS-CoV-2 transmission but had negative conse-
quences for many people who use drugs.23 Restricted 
access to mental health and substance use services likely 
increased the risk of relapse and overdoses through 
increased physical isolation and reduced connections to 
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social support systems.15,22Physical distancing is often not 
possible for people experiencing homelessness, such as 
those who live in congregate settings (e.g. shelters), or 
those who depend on an (unreliable) illegal supply of drugs 
and need to leave their homes in order to obtain them.24

Rationale
Given the structural inequities experienced by many peo-
ple who use drugs, it is important to understand the 
impact of communicable disease epidemics and pandem-
ics on this population to help compress the systemic ineq-
uities in receiving high quality palliative care. Recent 
knowledge syntheses suggest there is limited evidence to 
provide guidance for providing palliative care for this pop-
ulation, but these reviews did not account for epidemics 
and pandemics.4,25 To address this gap, we conducted a 
scoping review to identify and map available and emerg-
ing evidence in this area.

Review objective
This paper is part of a larger knowledge synthesis project 
focused on palliative care for people who use drugs during 
epidemics and pandemics.26,27 We conducted a preliminary 
search of the PubMed and Web of Science databases in 
May 2020 and we did not identify any reviews addressing 
palliative care needs for people who use substances during 
communicable disease outbreaks (e.g. Ebola, H1N1). Our 
primary objective is to answer the question, “what is known 
about communicable disease epidemics and pandemics, 
palliative care, and people who use substances?” The 
objective of the present manuscript is a focused analysis on 
findings related to equitable access, policies, and programs 
in palliative care for people who use drugs.

Methods
We conducted a scoping review using the Levac et al.’s six-
stage framework,28 which builds on the contributions of 
Arksey and O’Malley,29 Joanna Briggs Institute,30 and the 
Preferred Reporting Items for Systematic reviews and 
Meta-Analyses extension for Scoping Reviews (PRISMA-
ScR) reporting guidelines.31 We published the scoping 
review protocol on 27 October, 2021.26

Inclusion criteria
We applied the PECOS (Population, Exposure, Comparison 
or Control, Outcomes, and Characteristics) framework32 to 
structure our eligibility criteria. Please see Table 1.

Information sources and search strategy
An information specialist (RF), in collaboration with our 
team of technical and subject matter experts, developed 

a comprehensive search strategy to identify studies in the 
following bibliographic databases: Medline ALL (Medline 
and Epub Ahead of Print and In-Process and Other Non-
Indexed Citations), Embase Classic +Embase, Cochrane 
Database of Systematic Reviews, Cochrane Central 
Register of Controlled Trial, PsycInfo all from the OvidSP 
platform, and Scopus from Elsevier, from their inception 
to April 2021. Each search strategy comprised a combina-
tion of controlled vocabulary terms and text words, adapt-
ing the database-specific search syntax. Where available, 
we used both controlled vocabulary terms and text words 
in the subject block structure, such as but not limited to 
palliative, hospice, terminal, and alternative terms in one 
block, communicable disease, pandemic, disaster plan-
ning and relevant synonyms in the third block. The terms 
in each block were combined using Boolean Operator 
“OR.” and three subject blocks were combined using 
Boolean Operator “AND.” Where applicable, we restricted 
the search to human studies, adults ⩾18, and English and 
French languages. We stored the results from the data-
base searches in EndNote X9.37

We conducted grey literature searches over the same 
timespan to identify published literature that was not 
indexed in the bibliographic databases. The search strate-
gies were customized based on available searching fea-
tures for each grey literature resource. We searched the 
following grey literature resources: TRIP medical data-
base, Google, prominent health organizations websites 
(e.g. Centres for Disease Control and Prevention, Centre 
of Addiction and Mental Health), associations of palliative 
care, and public health (communicable disease). A list of 
the grey literature websites is shown in Supplemental 
Appendix 2. To identify additional relevant studies, we 
used reverse snowballing to screen the reference list of 
the included studies.

Selection of sources of evidence
We imported the records into Covidence, a web-based lit-
erature review software, which we used to detect and 
remove duplicates.38 Two independent reviewers (PQD, 
SL) screened the title and abstracts of the remaining 
records according to the eligibility criteria, and then 
applied the same process to the full text articles. 
Disagreements were resolved by consulting a third 
reviewer (DZB or JL). We screened records with no abstract 
based on their title. If there were conference proceedings 
or abstracts without full text, we excluded these due to 
the limited available information. Three main reasons 
counted toward exclusion: wrong population (e.g. people 
with curative diagnoses), wrong exposure (e.g. non-com-
municable disease public health emergencies) and wrong 
outcomes (e.g. not related to palliative care). We applied 
the same process to the full text articles.

We imported the results identified in the grey litera-
ture searches into Google Sheets. We manually assessed 



Buchman et al. 429

Table 1. Inclusion criteria using the PICOS framework.

Criteria Description Notes

Population •	 Adults (⩾18 years of age) who use drugs 
(including those who receive treatment for 
substance use disorders and use prescription 
drugs and/or unregulated substances) and have 
life-limiting illnesses (e.g. advanced cancer).

•	 The most used substances globally: alcohol, 
tobacco, cannabis, opioids (e.g. heroin), 
cocaine, central nervous system depressants 
(e.g. benzodiazepines) and stimulants (e.g. 
amphetamines).33

•	 Substance use occurs on a spectrum and that, 
while some individuals might meet the criteria 
for substance use disorder34 others might 
consume drugs with regularity, and it may not 
be a problem.

•	 Many of the harms associated with substance 
use are a direct result of criminalization as well 
as drug policies and laws that force people 
to procure and consume drugs in unsafe 
environments.35,36

Exposure •	 Communicable disease epidemics and pandemics 
(e.g. COVID-19, SARS)

Comparison or 
Control

•	 No comparison

Outcomes •	 Quantitative outcomes and qualitative themes 
related to palliative care

•	 Access to services, policies/guidelines and clinical 
programs that address physical, psychological, 
social and/or spiritual issues faced by patients 
with life-limiting illnesses and their families.

•	 We included topics such as harm reduction 
and overdose prevention if they occur within a 
palliative care framework.8

Characteristics •	 Research conducted in any country and published 
in English or French

•	 Peer and non-peer reviewed literature including 
letters to the editors and book chapters.

•	 Not restricted to specific publication years

•	 To cast as wide a net as possible on potential 
records to include in our review, we did not 
restrict studies to specific publication years

the eligibility of each record by applying our PECOS frame-
work criteria. If there were disagreements between the 
two reviewers, they consulted a third reviewer.

Data charting process
We developed a standardized data charting form using 
Google Sheets to extract the following variables: author/
organization, publication year, journal, country of the corre-
sponding author, article type (commentary/opinion article, 
conference/workshop, guideline, news article, program 
report, other), publication language, countries and settings 
in which studies were conducted (acute care, inpatient pal-
liative care, long-term care, community, home care, infec-
tious diseases clinic, palliative care clinic), populations 
(life-limiting diagnoses, substances used, sex and gender, 
age, ethnicities), target audiences (healthcare professionals, 
researchers, policy makers, governments), communicable 
diseases, and palliative care outcomes (interventions, access 
to services, policies/guidelines, and clinical programs).

Synthesis of results
We developed a PRISMA-ScR flow diagram to map out the 
review process (see Figure 1). We analyzed the quantita-
tive data (e.g. study characteristics) using descriptive sta-
tistics and summarized them in tables and graphs. 
Through comparative analysis of the extracted data, we 

summarized the results, and then according to each palli-
ative care outcome as described above.

We analyzed the qualitative data thematically using a 
hybrid process of inductive and deductive analysis.39 
Based on the priorities of the team’s knowledge users, we 
developed a codebook with the following four a priori pal-
liative care-related codes that were applied to our find-
ings (please see Table 2). We coded each record in 
duplicate using the codebook and the qualitative analysis 
software, NVivo.40 We used the constant comparative 
method41 to inductively identify additional codes that 
capture common themes, sub-themes where relevant, 
and differences within and between the records. The sub-
themes were not identified a priori.

Results
From our database search from inception to April 2021, 
we imported 9088 records (5817 from electronic data-
bases and 3271 from grey literature) obtained from the 
database searches. Forty-four records met our inclusion 
criteria. Some records were counted in more than one 
theme. The most common records were research articles 
(n = 16; 36.4%) and guidelines (n = 16; 36.4%). Healthcare 
professionals represented 84.1% (n = 37) of the target 
audience, and 18 (40.9%) of the records came from the 
United States. HIV (n = 36; 81.8%) was the most common 
communicable disease, followed by hepatitis (n = 10; 
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22.7%), COVID-19 (n = 9; 20.5%), and tuberculosis (TB) 
(n = 9; 20.5%). The community (including home; n = 14 
(31.8%) and palliative care unit n = 14 (31.8%) were the 
most common settings, followed by a clinic (not infectious 
disease or palliative; n = 13; 29.5%), and acute care 
(n = 12; 27.3%). The most common life-limiting illness was 
AIDS (n = 36; 81.8%). Injection drug use was identified in 
22 (50.0%) of the articles, followed by alcohol (n = 19; 
43.2%) and opioids (n = 19; 43.2%). The most documented 
racial category of patients was Black (n = 16; 36.4%). For a 

complete summary of characteristics of records included 
in our study see Table 3. For the complete list of included 
records, please see Table 4.

Theme 1: Access
Thirty-eight records (86.4%) described access to palliative 
care by people who use drugs during communicable dis-
ease outbreaks. We identified additional sub-themes of 
enablers and barriers to accessing palliative care.

Figure 1. PRISMA-ScR flow diagram.
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Enablers (n = 8). During communicable disease out-
breaks, policies can be implemented to ensure that peo-
ple who use drugs have access to palliative care in all 
settings, including shelters,22,48 and can follow public 
health measures implemented in response to outbreaks. 
For example, during the COVID-19 pandemic, physical dis-
tancing, and quarantine (or self-isolation) are key public 
health measures that can help reduce the spread of 
COVID-19. The Government of Canada released informa-
tion about how to care for a person with COVID-19 at 
home, which was recommended to be applied to any 
location that people identify as “home.”22 If people are 
unable to isolate themselves at home, safe accommoda-
tions should be provided. If this is not possible, people 
should at least be provided access to basic sanitary sup-
plies for hygiene and infection prevention purposes (e.g. 
handwashing, masks, toilets).49 Policies can also be estab-
lished to increase prescriber access to controlled sub-
stances (e.g. opioids) for palliative care. In April 2020, the 
Australian government issued a public health emergency 
order that removed the requirement that medical practi-
tioners, nurse practitioners and pharmacists need to 
check a prescription monitoring tool50 before prescribing 
and supplying controlled substances for people with life-
limiting illnesses.51 Additionally as of April 2020, Austral-
ian physicians and nurse practitioners were no longer 
required to obtain a treatment permit to prescribe con-
trolled substances to people who are “not drug depend-
ent” and “drug-dependent” people who are confined (e.g. 

people who are incarcerated) or not personally managing 
their medications (e.g. hospital inpatient).51

Specific interventions can be implemented to overcome 
structural barriers to accessing palliative care and other 
healthcare services. For people with life-limiting illnesses 
who experience homelessness, substance use, and mental 
illness, shelter-based palliative care can be effective and 
reduce overall healthcare costs.52 During the COVID-19 
pandemic, some countries allocated funding to buy tablets 
for hostels, shelters and shared houses.49 These tablets are 
used by palliative care coordinators to liaise more effi-
ciently and safely with services users and staff.49

Barriers (n = 16). Barriers that prevent people who use 
drugs from accessing palliative care were further subcat-
egorized into the following sub-themes: stigma, structural 
inequity, restricted access to opioids and other psychoac-
tive substances, and organizational barriers.

Stigma (n = 14). Studies about TB48 and HIV epidemics 
identified that stigma related to substance use prevents 
access to and delivery of healthcare,48,53–56 including man-
agement of pain57,58 and other symptoms.59 Healthcare 
professionals, including caregivers for patients at home,54 
reported that pain management was challenging for peo-
ple with substance use disorders because they were con-
cerned about contributing to the patients’ substance use 
disorder, diversion, and serving as a “source” for unregu-
lated substance use.57 An article about palliative care for 

Table 2. Definitions of palliative care outcomes.

Outcome Definition Examples

Intervention “. . . an approach that improves the quality of life of patients (adults and children) 
and their families facing the problem associated with life-threatening illness, 
through the prevention and relief of suffering by means of early identification 
and impeccable assessment and treatment of pain and other problems, physical, 
psychosocial and spiritual.”42

Pain management, 
symptom management, 
caregiver support

Clinical Program “A clinical program refers to the comprehensive operation of a clinical service that 
is provided directly to patients. This includes the implementation of the model of 
care, the accountability for the utilization of human and technical resources, and 
monitoring of processes, including quality outcomes and program evaluation.”43

Hospice, inpatient 
palliative care unit, 
outpatient palliative care 
unit

Policies/
Guidelines

“. . . decisions, plans, and actions that are undertaken to achieve specific health 
care goals within a society.”
“An explicit health policy can achieve several things: it defines a vision for the 
future which in turn helps to establish targets and points of reference for the short 
and medium term. It outlines priorities and the expected roles of different groups; 
and it builds consensus and informs people.”44

 

Access “. . .systems, processes, and resources [that] are in place so that people with 
identified palliative care needs can receive palliative care support whenever they 
need it.”45

“Access to appropriate palliative care means that it meets the needs of those 
requiring care at the right time, in the right place and by the right provider.”46

WHO’s definition of access for universal health coverage:
“. . . availability of good health services. . . and other aspects of service 
organization and delivery that allow people to obtain the services when they 
need them”; “. . . measure of people’s ability to pay for services without financial 
hardship”; and “. . . people’s willingness to seek services.”47

Virtual appointments, 
interpreters



432 Palliative Medicine 37(4)

people living with HIV/AIDS in Asia identified that health-
care staff rarely inquired or assessed patients’ pain. If 
patients complained of pain, they were labeled as “diffi-
cult,” “demanding” or “drug seeking.”53

Studies reported that HIV infections were often associ-
ated with assumptions about sexual behavior and sub-
stance use, specifically homosexuality and injection drug 
use, and people were often judged negatively and rejected 
by others.60–62 Due to fears of being stigmatized by health-
care professionals59 and past traumatic medical experi-
ences,55 some people with HIV did not want to access 
healthcare. Structural stigma through policies, such as zero 
tolerance for drug and alcohol use, also deterred people 
from accessing health care during HIV epidemics.59 These 
forms of stigma contribute to development of shame of 
living with HIV.60 A Canadian study reported that people 
with HIV/AIDS traveled from their smaller communities of 
origin to a large city to receive medical care to conceal 
their HIV status.56 The concerns about transmitting HIV by 
sex or substance use made many people with HIV and their 
families uncomfortable with disclosure to others.56 These 
interacting forms of stigma result in challenges with 
advance care planning63 and overall poor quality health 
care for people with HIV.

Structural inequity (n = 11). People experience structural 
vulnerability when densely woven patterns of disadvan-
tage prevent them from accessing healthcare, including 
palliative care,49,59,64,65 and increase their risk of negative 

Table 3. Summary of characteristics of included studies (n = 44).

Characteristic n (%)

Record type
 Research article 16 (36.4)
 Guidelines 16 (36.4)
 Commentary/opinion article 4 (9.1)
 Program report 3 (6.8)
 Book chapter 1 (2.3)
 Review 1 (2.3)
 Other 3 (6.8)
Target audience
 Healthcare professionals 37 (84.1)
 Researchers 15 (34.1)
 Governments 12 (27.3)
 Policy makers 9 (20.5)
 General 6 (13.6)
 Other 3 (6.8)
Country
 United States 18 (40.9)
 Canada 6 (13.6)
 United Kingdom 5 (11.4)
 Australia 2 (4.5)
 Austria 1 (2.3)
 France 1 (2.3)
 Italy 1 (2.3)
 Vietnam 1 (2.3)
 General 9 (20.5)
Communicable disease
 Human Immunodeficiency Virus (HIV) 36 (81.8)
 Hepatitis 10 (22.7)
 Coronavirus Disease 2019 (COVID-19) 9 (20.5)
 Tuberculosis 9 (20.5)
 Ebola 3 (6.8)
 Influenza 3 (6.8)
 Measles 2 (4.5)
 Cholera 1 (2.3)
 Dengue 1 (2.3)
 Diphtheria 1 (2.3)
 Malaria 1 (2.3)
 Methicillin resistant staphylococcus aureus 1 (2.3)
 Mumps 1 (2.3)
 Rubella 1 (2.3)
 Severe Acute Respiratory Syndrome (SARS) 1 (2.3)
 Tetanus 1 (2.3)
 Yellow fever 1 (2.3)
Setting
 Community (including home) 14 (31.8)
 Palliative care unit 14 (31.8)
 Clinic (not infectious disease or palliative) 13 (29.5)
 Acute care unit 12 (27.3)
 Infectious disease clinic 7 (15.9)
 Long-term care 7 (15.9)
 Palliative care clinic 5 (11.4)
 Other (e.g., prison, shelter) 6 (13.6)
 General or not reported 12 (27.3)

Life-limiting illness
 Acquired Immunodeficiency Syndrome (AIDS) 36 (81.8)
 Cancer 11 (25.0)

Characteristic n (%)

 Other (e.g. COVID-19, liver failure) 13 (29.5)
Drug
 Intravenous drug use 22 (50.0)
 Alcohol 19 (43.2)
 Opioid 19 (43.2)
 Cocaine 12 (27.3)
 Stimulants 8 (18.2)
 Cannabis 6 (13.6)
 Tobacco 5 (11.4)
 Benzodiazepines 4 (9.1)
 Other 21 (47.7)
Racial category
 Black 16 (36.4)
 White 11 (25.0)
 Hispanic 6 (13.6)
 Asian 4 (9.1)
 Indigenous 3 (6.8)
 Other 5 (11.4)
 Not reported 21 (47.7)
Themes
 Access 38 (86.4)
 Programs 25 (56.8)
 Policies and guidelines 13 (29.5)

(Continued)

Table 3. (Continued)
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health outcomes. This population comprises people who 
use drugs49,66 and other marginalized populations, such 
as sexual and gender minorities,49,66 people who are 
incarcerated66 and those experiencing homelessness,49 
poverty,64,67 mental illnesses,49,68,69 language barri-
ers,64,66 historical trauma,64 and disabilities.49 Sometimes 
these identities intersect and intensify the inequities. 
These populations are less likely to have social sup-
port59,70 and to self-advocate,64 and can be disadvan-
taged when decisions are made about resource 
allocation.64 During communicable disease outbreaks, 
strain on the healthcare system can worsen existing ineq-
uities.64 Access to visits and support from healthcare and 
social care professionals can also be restricted during 
outbreaks, such as during the COVID-19 pandemic.49 The 
literature suggests that palliative care professionals may 
not always have the tools and resources they need to 
offer better support to people experiencing structural 
vulnerability.64

Criminalization of people who use drugs contributes to 
structural inequities and was a major driver of the HIV epi-
demic.71 Fear of criminal penalties deterred people with 
HIV who used drugs from using health services and treat-
ment, and increased their risk of violence, discrimination 
and serious illness.71 Overuse of incarceration and pretrial 
detention of people who use drugs contributed to the 
high prevalence of HIV and hepatitis among those who 
were incarcerated.71 Poor prison conditions and manage-
ment along with lack of access to preventative, curative 
and palliative care resulted in increased risk of transmis-
sion of bloodborne infections.72 Further, criminal prohibi-
tions impeded the use of medications for research and 
prevented patients with HIV from accessing drugs for pal-
liative care.71

Restricted access to opioids and other psychoactive sub-
stances (n = 8). Many countries have strict regulations on 
importing, manufacturing and licensing of opioids and 
psychoactive substances such as benzodiazepines due to 
the risks of addiction and drug diversion.53,73,74 During 
communicable disease outbreaks, the World Health 
Organization (WHO), United Nations and International 
Narcotic Control Board recommend that restrictions on 
export, transportation, storage and provision of controlled 
substances be removed to ensure that they are available 
for symptom management.6,67 A model guideline for sim-
plified control procedures is available in the WHO guide, 
“Integrating palliative care and symptom relief into the 
response to humanitarian emergencies and crises.”67 Fur-
ther, the International Narcotic Control Board is mandated 
to support member states to ensure that controlled sub-
stances are available for medical and scientific purposes, 
including facilitating export and import of controlled sub-
stances for humanitarian emergencies.49,67

Organizational barriers (n = 3). People who use drugs 
encounter unique challenges when trying to access pallia-
tive care in healthcare organizations, particularly if they 
have a comorbid mental disorder.55,69 When faced with 
end-of-life care decisions, people may resume their sub-
stance use, which can affect their capacity to participate 
in treatment plans.54,55 Some healthcare organizations do 
not permit substance use on the premises, which pre-
vents access to services.59 These organizations may not 
have the appropriate resources and staff to provide care 
for patients with complex medical and social conditions.54 
For example, a practice document described a case of a 
48-year-old man with AIDS, alcohol, and methampheta-
mine use disorders and severe post-traumatic stress dis-
order and neurocognitive disorders.55 After being 
admitted for only 6 h, a hospice discharged him to the 
street because they did not have the security or intensive 
one-on-one support needed to care for him after he 
became confused and “lashed out” at a volunteer.55 Sev-
eral days later, the man was admitted to an acute care 
hospital and died of an infection.55

Theme 2: Programs
Twenty-five records (56.8%) described palliative care pro-
grams for our target population and context. Several 
records identified that the intersections of substance use, 
psychiatric disorders, and social inequities in health 
requires clinical programs to use a collaborative approach 
when providing palliative care to people with life-limit-
ing illnesses, especially during communicable disease 
outbreaks.48,52,54,57,65,68,69,75,76 Injecting drugs in unsafe 
environments place those injecting at risk of acquiring 
blood-borne viruses (e.g. HIV)59 and people experiencing 
structural vulnerability may not be able to implement 
public health measures in response to communicable 
disease outbreaks (e.g. physical distancing).22 We identi-
fied practical strategies that programs can use to help 
reduce health inequities including service coordination, 
facilitating transitions in care and developing reasona-
ble, feasible care plans that meet patients where they 
are situated.52,55,68 One document also suggested that 
emotional support and palliative care training should be 
provided for staff and organizations who provide care for 
people experiencing homelessness.49

The literature suggests that community-based services, 
including hospices, can help loved ones remain together, 
avoid acute care hospitalization and, potentially, reduce 
healthcare costs.54,77 Homecare teams can provide access 
to nursing and services such as social work, physical ther-
apy, occupational therapy, respiratory therapy, and home 
health aides.54 However, patients may encounter chal-
lenges with receiving care at home. Homecare staff may 
have limited experience with managing mental health and 
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substance use conditions.54 Loss of income from either the 
patient or their caregiver can create challenges with hous-
ing, health insurance, nutrition, and medications.54 
Palliative care units are an alternative to remaining at 
home for patients with HIV at the end of their lives but 
they may not be compatible with the needs of structurally 
disadvantaged people living with HIV/AIDS.54

The literature suggests that interprofessional and inter-
organizational collaboration is critical for providing equi-
table care for people who use drugs during epidemics and 
pandemics (see Box 1).54,65 We identified prior training 
and experience with HIV treatment, palliative care and 
substance use are important when establishing teams and 
providing care.54 Senior leadership support can help 
establish the credibility of the program and assist with 
connections with other services.65,76 For patients on opi-
oid agonist treatment, the literature suggests medical 
teams should collaborate with addictions medicine (ide-
ally the patient’s opioid agonist prescriber) to determine 
whether the treatment can be modified to be dosed more 
frequently, changed to a different opioid or if other medi-
cations should be added.22 For patients who are socially 
isolated, chaplaincy and social work involvement can help 
meet their psychosocial, spiritual, religious and existential 
needs.49

Theme 3: Policies and guidelines
We identified 13 records (29.5%) about palliative care poli-
cies and guidelines. Given the increased demand for pallia-
tive care during communicable disease outbreaks, the 
literature suggests palliative care should be integrated into 
public health response efforts.49,72,79 The literature recom-
mends that people should have equitable access to pallia-
tive care in all settings including shelters, prisons and any 
location that patients identify as their homes.49,67,72,79 
Healthcare professionals should create triage systems to 
determine which patients should receive in-person palliative 
care consultations and which ones can be seen virtually.64 
The literature suggests that frameworks be developed to 
guide decision making in situations where resuscitative or 
life-sustaining treatments may need to be stopped, with a 
focus on patients’ comfort, dignity and psychosocial, spirit-
ual, and cultural needs.54 One document suggested that 
patient requests for medical assistance in dying should not 
affect the palliative care they receive.22

The literature recommends that healthcare profession-
als plan to ensure that they have adequate supplies of pal-
liative care medications.64,79 Medication availability in 
prisons is often severely restricted and determined by 
prison wardens, rather than healthcare professionals or 
patient needs.49 Stockpiling medications may be limited 
by storage and management constraints, and safeguards 
are needed to minimize risk of unregulated use and diver-
sion. However, these medications are essential, and their 
distribution should be considered in crisis response plan-
ning to meet palliative care needs.79

Several records indicated that healthcare policies for 
people with life-limiting illnesses who use drugs should be 
flexible, trauma-informed and patient-centered, and 
ensure that patients have low barrier access to resources 
and comprehensive services where they can form trusting 
relationships with healthcare professionals.48,49,68 The lit-
erature suggests that “culturally competent” systems of 
care be developed using strategies that minimize culture 
clashes between healthcare professionals and patients, 
such as expecting that there will be differences in beliefs 
about death and dying.54 Efforts should also be made to 
include patients with multi-morbidity in research. 
Guidelines based on randomized control trials about 
healthier patients with communicable diseases (e.g. HIV) 
may not account for the complex care needs of the most 
vulnerable patients.68

Discussion

Main findings of the study
The aim of our scoping review was to identify and map the 
evidence on palliative care for people who use drugs dur-
ing communicable disease epidemics and pandemics. We 

Box 1. Recommendations in the literature for collaboration 
between healthcare professionals and health services during 
epidemics and pandemics for people who use drugs.

Profession

Acupuncturist57

Addictions Medicine57,59,78

Bioethicist65

Caregivers54

Cultural Liaison Departments22

Emergency Departments78

Home Care Staff54,76,77

Hospice Staff54

Infectious Disease Specialists78

Infection Prevention and Control22

Medical team68

Nursing76

Occupational Therapy54

Outreach Workers65

Palliative Care52,57,59,65,69,78

Primary care57

Physiotherapy54

Psychiatry65,68,69

Psychosocial services52,57,68 including social work,49,57,65,76 
psychology,22and bereavement counselors76

Recovery oriented addictions and harm reduction 
services52,57,59,68,69

Respiratory therapy22

Spiritual care49,65 and Chaplain65

Volunteers76
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identified 44 records related to palliative care access, pro-
grams, and policies and guidelines; we summarized major 
themes in this literature and provided some preliminary 
insights into key challenges for the delivery of equitable 
palliative care. Most records were from high income set-
tings, such as the United States, Canada, and the United 
Kingdom, and focused on HIV/AIDS. A few records 
addressed pandemics caused by aerosol transmission 
such as COVID-19. Multi-level stigma remains quotidian 
for people who use drugs, which manifests in barriers to 
accessing care and worse health outcomes.80 The impor-
tance of collaborative multidisciplinary care was a com-
mon thread throughout the included records, as 
mainstream healthcare and palliative care models are not 
necessarily designed to meet the unique palliative care 
needs of structurally vulnerable populations such as peo-
ple who use drugs.8

Our review found that there is a paucity of guidance for 
healthcare professionals and health policy on considera-
tions for palliative care access, programs, and policies and 
guidelines in epidemics and pandemics beyond the HIV/
AIDS context, although the COVID-19 pandemic has been 
a catalyst for some emerging guidance. The inequities 
faced by people who use drugs can be exacerbated in epi-
demics and pandemics when there is resource scarcity 
and restrictions are placed on accessing essential in-per-
son services.

Our findings suggest that health systems consider pro-
actively developing a “palliative care surge plan”81 for dur-
ing epidemic and pandemic planning that is inclusive of 
evidence-based substance use approaches. Arya et al.64 
and Downar and Seccareccia81 propose four critical ele-
ments for pandemic palliative care: (1) Stuff (i.e. medica-
tion, equipment, (2) Staff (i.e. staff with palliative care 
expertise), (3) Space (i.e. hospitals and other healthcare 
centers should provide dedicated spaces for supportive 
care), and (4) Systems (i.e. triage system that identifies 
patients at greatest need of direct specialist care). These 
elements can be extended to people who use drugs, 
grounded in our review findings. In this context, “Stuff” 
refers to the essential medications required to provide pal-
liative care to large numbers of patients, but it also refers 
to continuation with opioid agonist therapies, provision of 
safe supply of pharmaceutical grade drugs,24,82 and aban-
doning abstinence-only policies.8 For “Staff,” this might 
mean a multi-disciplinary team with expertise in palliative 
care, harm reduction, and substance use, or seamless 
communication across teams. In pre-pandemic planning, 
this creates an opportunity for focused education, train-
ing, and capacity building for hospital- and community-
based clinicians in providing high quality compassionate 
trauma-informed care83 as well as building relationships 
within and across services and sectors.4,81 Regarding 
“Space,” proactive planning can include dedicated spaces 
that integrate harm reduction services such as supervised 

consumption sites within palliative care contexts.84 In 
some cases, these spaces may need to be mobile to meet 
people who are receiving palliative care but not admitted 
to a structure like a hospice. Finally, for “Systems,” a triage 
framework that helps identify people who use drugs who 
are in greatest need of specialist palliative care can help 
improve equitable access as well as use limited public 
resources more efficiently and effectively.

Limitations of the study
We restricted our studies to English and French languages 
due to limited available resources and the rapidly evolving 
literature of our subject matter. This review does not 
include literature published in databases and grey litera-
ture after April 2021, so there were likely additional 
records published that our analysis did not capture. We 
addressed this limitation by integrating literature pub-
lished after the search date within our Introductory and 
Discussion sections. Most records that met our inclusion 
criteria were published about people who use drugs in 
the context of the HIV epidemic in community and inpa-
tient settings located in high-income countries. The main 
drugs consumed were alcohol and opioids. While 36.4% 
(n = 16) of our sample identified as Black, almost half of 
our sample (n = 21; 47.7%) did not report any racial cate-
gory, which limits our understanding of the needs of spe-
cific racialized groups. The generalizability of our findings 
to other communicable diseases outbreaks, resource lim-
ited settings in low and middle-income countries, and 
drugs beyond opioids and alcohol should be approached 
with caution.

What this study adds
This is the first scoping review, to our knowledge, that 
explores palliative care for people who use drugs during 
communicable disease epidemics and pandemics with a 
focus on access, programs, and policies and guidelines. 
Our findings build on past research that seeks to integrate 
the premises of health equity within palliative care. The 
findings from our review provides accessible and relevant 
evidence for healthcare professionals and decision-makers 
(e.g. policy makers) that can be applied to the COVID-19 
pandemic response efforts and help plan for future epi-
demics and pandemics.

Our findings point to parallels with other epidemics, 
such as HIV/AIDS. Similar to the HIV epidemic, COVID-19 
disproportionately impacts communities who face pro-
found structural disadvantages, such as people who use 
drugs, and are also highly stigmatized.85,86 Racism is a fun-
damental cause of inequities in health,87 and Black popu-
lations experience a disproportionately higher burden 
from HIV/AIDS and COVID-19.88,89 Indeed, given the focus 
of our review, it is not surprising that the most frequently 
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occurring racialized category of patients in our sample 
was Black.

Given that our findings point to how intersecting struc-
tural determinants of health intensify during epidemic 
and pandemic periods, there is much to learn from schol-
ars who have applied syndemic theory to COVID-19 and 
HIV/AIDS research, including those focused on the com-
plex ways in which structural and systemic factors and 
health conditions can intensify disease progression and 
social outcomes.90 Indeed, syndemic thinking has been 
used to describe the COVID-19 pandemic and how COVID-
19 clusters with chronic health inequities, exacerbates 
epidemics in enabling environments, and tracks social dis-
advantage.24,91 Applying a syndemic lens to palliative care 
for people who use drugs in epidemics and pandemics, 
may help generate new knowledge that can shift the pol-
icy focus on the delivery of palliative care services as a 
priority and instead on the densely woven patterns of dis-
advantage more broadly that limit access and create ineq-
uitable health outcomes for this population.

Conclusions
Health-related inequities are magnified when people who 
use drugs with life-limiting illnesses require high quality 
palliative care during epidemics and pandemics. Our find-
ings can support decision-makers in helping to minimize 
inequities in palliative care access for this population and 
enhance population health outcomes, especially during 
times of health system strain and resource scarcity. Given 
the high morbidity and mortality associated with sub-
stance use disorders, the negative impacts of the social 
and structural determinants of health, and the resulting 
increased risk during communicable disease epidemics 
and pandemics, people who use drugs should be a prior-
ity population to receive palliative care. More research is 
needed about palliative care access, policies, and pro-
grams and guidelines for people who use drugs during 
communicable disease epidemics and pandemic beyond 
the HIV/AIDS context.
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