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In the era of antiretroviral therapy, HIV infection has become a chronic illness with associated multimorbidity,
and practitioners are faced with an emerging population
of HIV-infected patients with evolving needs for advance
care planning (ACP), deﬁned as communication between
individuals and their proxies to plan for future health
care decisions. This article provides a review of original
research studies on ACP in HIV-infected adults in the era
of antiretroviral therapy (1996-present) from PubMed,
EMBASE, and PsycINFO. Eleven studies conducted between 1996 and 2015 met the selection criteria, with
study sizes ranging from 9 to 2864 participants. Most
studies consisted of white men in outpatient settings and
had poorly deﬁned deﬁnitions of ACP. Prevalence of ACP
was variable (36%-54% had end-of-life communication,
8%-47% had advance directives). Lack of ACP was most
commonly associated with low income, followed by
lower severity of illness, low education level, black or
Hispanic race, female sex, younger age, injection drug
use, and social isolation. Practitioners reported limited
time or energy and inadequate preparation or training
as barriers to ACP. Existing literature on ACP in the era
of antiretroviral therapy is limited, but shows that ACP
prevalence in HIV-infected individuals is variable depending on socioeconomic factors, severity of illness,
and practitioner resources and training. More research is
needed to increase ACP among HIV-infected individuals.

multimorbid conditions instead of HIV infection in the era of
antiretroviral therapy, multimorbidity has important ramiﬁcations on end-of-life experiences and advance care planning
(ACP) in HIV-infected individuals.6
ACP is deﬁned as a process of communication between
individuals and their health care agents to understand, reﬂect on, discuss, and plan for a time when they may not be
able to make their own health care decisions, in order to help
maximize patient autonomy.7 ACP may take many written
forms, including advance directive, designation of health care
proxies, living will, physician orders for life-sustaining treatment (POLST),8 and documentation in electronic palliative
care coordination systems,9 among others.
As HIV evolved from a rapidly fatal illness to a chronic
disease with early multimorbidity, the content and scope
of ACP for HIV-infected individuals has also changed. The
focus has shifted from living wills designed to address the
circumstances of HIV-related, imminent death to more comprehensive ACP that includes treatment preferences for a
range of possible clinical scenarios in the setting of chronic
multimorbidity. On the other hand, certain ACP challenges
unique to HIV-infected individuals remain the same despite
improvements in HIV treatment. For example, HIV-infected
individuals may experience HIV-related stigma, resulting in
limited social support or isolation. They may receive help
only from HIV-infected partners and friends and may lose
this support network to HIV-related death or debility.10 Without appropriate documentation of surrogate medical decision
makers or effective ACP, decisions regarding end-of-life or
emergent care for HIV-infected individuals may be legally
deferred to estranged family members who may be unaware
of the individual’s HIV serostatus or treatment wishes.11
Other challenges include a rapidly evolving knowledge base
and the advent of new therapies that further complicate
accurate prognostication, as well as disproportionate HIV infection in vulnerable populations who may have low health
literacy or a limited understanding of ACP, including those of
black or Hispanic race, those with mental illness, injection
drug users, and prisoners.12
As more HIV-infected individuals survive into older age
and new generations are protected from experiencing HIV
infection as a life-limiting illness, it should be remembered
that longevity does not obliterate the need for ACP. On the
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Since the advent of effective antiretroviral therapy in 1996,1,2
HIV-related mortality has declined substantially, and HIV has
transitioned from a rapidly fatal illness to a chronic, manageable disease. The gain in life expectancy from antiretroviral
therapy has resulted in an increasing proportion of older HIVinfected adults. By 2020, more than 50% of HIV-infected individuals in the United States will be older than 50 years.3
As HIV-infected individuals grow older, they are at increased risk of multimorbidity, deﬁned as the development
of multiple chronic conditions that interact to worsen mortality and functional outcomes.4,5 As life expectancy among
HIV-infected individuals becomes more influenced by
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contrary, practitioners must look ahead and prepare for
the changing end-of-life needs of this uniquely vulnerable
population. Currently, the US Department of Health and Human Services (DHHS) recommends ACP for all individuals
with chronic, life-limiting illness or those aged 55 years and
older, regardless of health status.13 It is suggested that practitioners identify surrogate decision makers for their patients if possible, and that they document goals of care and
preferences using POLST. However, the issue of ACP was not
addressed in Infectious Diseases Society of America (IDSA) or
DHHS HIV/AIDS practice guidelines.14,15 There are currently
no evidence-based recommendations on when or how HIV
practitioners should discuss ACP with HIV-infected patients,
especially those whose prognosis is driven by non–HIVrelated multimorbidity in the era of antiretroviral therapy.
Consequently, the available body of literature was examined to determine what is known about ACP in HIV-infected
adults in the era of antiretroviral therapy. Based on existing
knowledge, areas of crucial need for future research were also
identiﬁed.

ofﬁcial medical subject heading (MeSH) term and keyword.
Related entry terms within each MeSH heading were also included in keyword searches.
Selection Criteria

Because of the focus on ACP in HIV-infected adults in the
era of antiretroviral therapy, this review excluded articles
on children or adolescents, studies conducted before 1996
(before effective antiretroviral therapy was available), articles in languages other than English, nonmedical articles (eg,
legal articles), and nonoriginal research articles (eg, case reports, review articles, editorials, book chapters, and newspaper articles).
Procedure

In the first round of searches, web-based commercial reference management software (RefWorks, Bethesda, MD)
was used to exclude duplicates. In the second round, article
titles of all publications identiﬁed by the search strategy described above were reviewed to exclude results that did not
focus on ACP in HIV-infected adults. If it was unclear based
on the title whether an article should be included, a full review of the article’s abstract was conducted to make the
decision. During the third round, the above selection criteria
were applied to the remaining articles to arrive at the studies
included in this review. Common elements were extracted
from each of the articles, including study design, types and
numbers of subjects, demographic characteristics, severity of HIV disease, study definitions of ACP, rates of ACP
reported, and factors associated with lack of ACP. To determine the level of signiﬁcance of each factor despite the
heterogeneous nature of available studies, this review also
calculated the percentage of the number of times each factor was statistically significantly associated with lack of
ACP per the number of times it was evaluated in the existing literature. During the review, common ﬁndings were
also identiﬁed to establish themes that may be generalizable
across populations.

Methods
Overview

This review describes original research studies on ACP for HIVinfected adults in the era of antiretroviral therapy. Because
existing research on this topic is limited and heterogeneous,
precluding a systematic review, this article provides a narrative review describing what is known about the topic. This
research received no grant funding from any agency.
Search Strategy

This review utilized 2 groups of search terms: 1) those related to ACP; and 2) those related to HIV. Various search terms
within the same group were combined using “OR,” then the
2 groups of search terms (related to ACP or HIV) were combined using “AND.”
Search terms within the ACP-related group that were combined using “OR” included advance care planning; advance
health care planning, advance medical planning; advance directive; advance directives; resuscitation order; resuscitation
orders; withholding resuscitation; resuscitation policy; resuscitation policies; do-not-resuscitate order; do-not-resuscitate
orders; do not resuscitate order; do not resuscitate orders; resuscitation decision; resuscitation decisions; medical power
of attorney; health care power of attorney; healthcare power
of attorney; psychiatric will; end-of-life; and end-of-life communication. Search terms within the HIV-related group that
were combined using “OR” included HIV and AIDS.
Afterward, ACP-related search terms were combined with
HIV-related search terms using “AND.” They were then used
to search PubMed, EMBASE, and PsycINFO databases on
September 4, 2015. The search was conducted by a professional librarian skilled and experienced in article searches.
In PubMed, each of the above search terms was used as an

Results
Of 716 publications identiﬁed using the search strategy described above, 11 articles met the selection criteria and were
included in this review (Figure). Key features of the studies
are summarized in Table 1. All studies were conducted in
outpatient settings between 1996 and 2015, except for the
study by de Caprariis and colleagues, which was conducted
in an inpatient setting.16 The number of participants ranged
from 9 to 2864. Across studies, most participants were white
men with education below the college level, except for the
study by Mosack and colleagues in which most participants
were black men.17 The deﬁnitions of ACP were often broad,
variable, and poorly deﬁned, described as any form of endof-life communication, any form of advance directive, or any
discussion about the kind of care an individual would want if
they were to become ill.
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Factors Associated With Lack of ACP

716 publications were identiﬁed by combining ACP-related
terms and HIV-related terms
using "and"

Eight studies reported patient characteristics that are associated with a lack of an advance directive or end-of-life
communication (Table 2). The most commonly reported factor per the number of times evaluated was low income. This
was followed by lower severity of illness, described as a lack
of current or prior history of AIDS, higher CD4+ cell count,
fewer symptoms, or a lack of recent hospitalizations within
the past 6 months. In 2 studies, rates of completion of advance directives were higher among HIV-infected individuals
with certain comorbid conditions, such as cardiovascular disease (adjusted odds ratio [aOR], 2.3; 95% conﬁdence interval [CI], 1.1-4.6),11,18 neurologic disorders (aOR, 5.0; 95% CI,
2.2-12.1), chronic kidney disease (aOR, 3.3; 95% CI, 1.3-8.3),
or malignancy (aOR, 2.8; 95% CI, 1.3-6.0).18 Other factors included low education, black or Hispanic race, female sex,
younger age, injection drug use, and social isolation (reported
as living alone, having limited social support, or experiencing HIV-related stigma).
Three other themes also emerged as patient-related factors associated with advance directives and end-of-life communication. First, 3 studies reported that the prevalence of
advance directives and end-of-life communication increased
when individuals possessed positive psychosocial characteristics, such as less denial of illness, positive coping skills, a
desire to be involved in medical decision making, a lack of
discomfort discussing death, more social support, and living
with family members (especially children).11,19, 22 Second, 1
study reported that certain misconceptions negatively correlated with rates of ACP, including the belief that discussing
ACP will cause harm or death, or that having a living will
makes it unnecessary to discuss ACP further.23 Third, 4 studies reported how patients’ relationships with their practitioners affected rates of ACP. For example, ACP was less likely
to occur if patients had short relationships with or less trust
in their clinicians.19 ACP was also less likely if patients were
cared for by physician assistants or nurse practitioners instead of physicians, despite no difference in disease conditions or overall satisfaction with care.20 Researchers postulated that this may be due to some patients’ beliefs that
mid-level practitioners will not be the ones caring for them
in the hospital, or the possibility that mid-level practitioners
may have less education or experience conducting discussions about end-of-life care. Additionally, both physicians and
patients reported waiting for the other to bring up the topic
of ACP: patients expressed a desire to protect physicians
from uncomfortable discussions, while physicians thought
that discussing ACP might undermine a patient’s hope.17,23
Ultimately, a lack of discussions of ACP by clinicians was an
important predictor of fewer completions of advance directives (aOR, 5.82; 95% CI, 4.50-7.52).19
Three additional studies described barriers to end-of-life
communication reported by physicians. Barriers included
limited time, energy, or preparation; uncertainty regarding
prognosis; cultural discordance between practitioner and
patient; potential change of physician at the end of life if

212 duplicates were excluded
505 publications underwent
abstract review
447 were excluded for lack of focus
on ACP in HIV-infected adults
58 publications focused on
ACP in HIV-infected adults

11 of 58 (22%) publications
met criteria for review

Of 47 exclusions:
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Figure. Article review ﬂow chart.

Prevalence of Advance Care Planning Among
HIV-Infected Individuals

Four of the studies reviewed examined the prevalence of advance directives. The completion rate of advance directives
among the 4 studies ranged between 8% and 47%.11,16,18,19
The majority of advance directives were completed in inpatient or presurgical settings,18 and few HIV-infected patients
completed advance directives in outpatient settings prior to
hospital admission (7.6%).16
Of the 8 studies that investigated end-of-life communication, 3 described patient-reported prevalence rates of endof-life communication, which ranged from 36% to 54%.19-21
However, there were discrepancies between patient and
physician reports of the occurrence of end-of-life communication. Curtis and colleagues found that 15 of 57 (26%)
physician-patient pairs disagreed on whether end-of-life
communication had taken place, with physicians overestimating its occurrence.20 In 5 of the 15 discordant pairs, patients reported that end-of-life communication had taken
place whereas physicians did not; in the remaining 10 discordant pairs, physicians reported that end-of-life communication had taken place whereas patients did not. The researchers did not comment on possible reasons for the discrepancies between patient and physician reports of endof-life communication. However, a later study by Mosack
and colleagues may shed some light on this discordance.17
Based on data from qualitative interviews, they found a
notable difference in how physicians and patients deﬁned
end-of-life communication. Practitioners tended to focus
on the desired medical interventions at the end of life, while
patients generally referenced the paperwork that results
from end-of-life communication (eg, a living will or a power
of attorney) instead of the process of ACP itself or the types
of medical interventions enacted when there is a decline in
health.
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chart review

Cross-sectional
survey/interview

Prospective
cohort

Cross-sectional
survey/interview

Cross-sectional
survey/interview

Cross-sectional
survey/interview

Cross-sectional
survey/interview

Prospective
cohort

Barocas et
al,18 2015

Wenger et
al,19 2001

Curtis et
al,20 1999

177

Mouton et
al,21 1997

Hutson,22
2015

Curtis et
al,23 1997

Karasz et
al,24 2003

Curtis et
al,25 2000
38 and 57,
respectively

16

19 and 47,
respectively

9

861

38 and 57,
respectively

2864

588

11 and 42,
respectively

182

369

N

Mean age, 39 y; 91% men; 65% white,
64% with CD4+ cell count <200/μL

Mean time in ﬁeld, 16 y; 75% men

Median age, 38 y; 66% men; 64% white

77% aged >50 y; 55% men; 66% white;
66% without college-level education; average
time since HIV diagnosis, 16 y

Mean age, 35 y; 90% men; 66% white;
70% MSM; 47% without college-level
education; 88% with AIDS

Median age, 39 y; 52% men; 65% white;
79% without college-level education; 63%
with >24 mo since AIDS diagnosis

89% aged >50 y; 77% men; 49% white;
52% without high school–level education;
59% had AIDS

Mean age, 47 y; 81% men; 72% white;
41% had private insurance; mean CD4+
cell count, 634/μL

65% men; 91% black; 25% had been diagnosed with AIDS at the time of the study

Median age, 47 y; 70% men; median time
from HIV diagnosis, 9.5 y

Study Inclusion Criteria

AIDS-deﬁning illness and CD4+ cell count
<100/μL

Caring for late-stage HIV-infected patients

AIDS-deﬁning illness and CD4+ cell count
<200/μL

Aged >21 y, residing in an Appalachian
county in Tennessee

Aged >18 y

Prior AIDS-deﬁning illness and CD4+ cell
count <100/μL

Aged >18 y with 1 visit to a nonmilitary,
nonprison medical practitioner

Aged >18 y; not in a prison or mental
health facility; no legal guardian

HIV specialists in a midsized Midwestern
city and HIV-seropositive persons from the
same clinics

Admitted to the hospital between 2004
and 2011

Aged 45-65 y; taking antiretroviral therapy;
plasma HIV RNA level <200 copies/mL in
the prior 6 mo

Characteristics

70% aged >55 y; 84% men; 76% white;
72% without college-level education; 20%
were admitted to the hospital in the prior
year

Demographics

Abbreviations: ACP, advance care planning; MSM, men who have sex with men.

Practitioners
and patients

Practitioners

Practitioners
and patients

Patients

Patients

Practitioners
and patients

Patients

Patients

Practitioners
and patients

Cross-sectional
survey/interview

Mosack et
al,17 2015

Patients

Patients

Cross-sectional
survey/interview

Erlandson
et al,11
2012

Type of
Participants

de Caprariis Retrospective
et al,16
chart review
2013

Study Design

Source

Table 1. Characteristics of Studies of Advance Care Planning

The kind of care one would want if they became too ill to speak for themselves

Not deﬁned

The kind of care one would want if they became too ill to speak for themselves

Not deﬁned

“Have you told your physicians that this is the
approach you want taken in your treatment?”

Communications about end-of-life care

Any end-of-life communication

An advance directive that allows patients to
communicate health care preferences in the
event that they are no longer able to make
decisions

The medical care one would want to receive
should they become ill

Any living will, health care proxy, or do-notresuscitate order

“Do you have an advance directive, living will,
or durable power of attorney of health care
decisions?”

Deﬁnition of ACP
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Table 2. Patient Characteristics Associated With Lack of Advance Care Planninga,b
Source

Characteristics

Rate of ACP c
Low
Income

Lower Ill- Low Educa- Nonwhite
ness Severity tion Level
Raced

Female
Sex

Younger
Age

Injection
Drug Use

Social
Isolation

Erlandson et al,11
2012

47%

AD

AD

AD

0

AD

AD

…

AD

de Caprariis et al,16
2013

8%

…

…

…

…

…

…

…

…

Mosack et al,17
2015

…

…

…

…

…

…

…

…

…

Barocas et al,18
2015

23% AD

…

AD

…

0

0

AD

0

0

Wenger et al,19
2001

38% AD,
50% EOL

…

AD and
EOL

EOL

AD and
EOL

EOL

0

AD and
EOL

EOL

Curtis et al,20
1999

54% EOL

EOL

0

0

EOL

EOL

0

EOL

…

Mouton et al,21
1997

36% EOL

EOL

EOL

EOL

EOL

0

…

0

0

Hutson,22
2015

…

…

…

…

…

…

…

…

EOL

Curtis et al,23
1997

…

EOL

EOL

EOL

EOL

EOL

EOL

EOL

0

Karasz et al,24
2003

…

…

…

…

…

…

…

…

…

Curtis et al,25
2000

…

…

EOL

…

…

…

…

…

…

Times reported per
times evaluated

…

100%

86%

80%

67%

67%

60%

60%

50%

Abbreviations: ACP, advance care planning; AD, advance directive; EOL, end-of-life communication.
a

Zeroes indicate no associations reported.
Ellipses indicate not evaluated by the study.

b

c
d

Data show rate of overall ACP when unspeciﬁed.
Black or Hispanic race.

enrolled in hospice; and the belief that the physician themselves or the patient was not ready to discuss end-of-life
care.23-25

This review identiﬁed multiple patient-related factors that
correlated with a lack of ACP. Although heterogeneity across
studies prevents statistical comparison among these factors,
the frequency of statistical signiﬁcance for each factor aggregated across studies may imply a level of importance. For example, low income may be an important contributor to lack
of ACP, as it was most commonly reported as statistically signiﬁcant when evaluated in the existing literature (4/4 studies)
(Table 2). Akin to prior research in the uninfected population,28,29 higher rates of ACP were found among HIV-infected
individuals who were older or experienced a higher severity
of illness, described as advanced HIV infection or comorbid
conditions associated with increased morbidity and mortality, such as cardiovascular disease, neurologic disorders,
chronic kidney disease, or malignancy. Additionally, similar to the general population, ACP in HIV-infected individuals
was less common among vulnerable subgroups (those of
black or Hispanic race, injection drug users, those of lower
socioeconomic status, and those who were socially isolated).29-38 The prevalence of ACP may be lower among such

Discussion
Research on ACP among HIV-infected individuals in the era
of antiretroviral therapy is limited. Based on review of the
existing literature, the reported rates of ACP among HIVinfected individuals are highly variable. Additionally, these
rates were drawn from a small group of heterogeneous research studies, none of which were true prevalence studies.
In the existing literature, the reported rate of end-of-life communication ranged between 36% and 54%, and the rate of
completion of advance directives ranged between 8% and
47%, with most advance directives completed in acute care
settings (in hospitals or prior to surgery). In comparison,
the rate of completion of advance directives in the general
US population ranged between 15% and 25%,26 with only
18% completed prior to admittance to a hospital.27
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patient and practitioner, or encouraging ACP to promote the
well-being of survivors. To increase rates and quality of ACP
in the outpatient setting prior to a medical crisis, effective
interventions are needed to equip practitioners with practical, time-saving tools that can help elicit patient-centered
goals of care and accurate prognostication in the setting of
multimorbidity. Although some tools are available for the
general population, they have not yet been studied in HIVinfected individuals.45,46
Third, HIV service networks should develop strategies to
translate research on ACP among HIV-infected individuals
into policy and practice. Future efforts should employ multipronged approaches that remove barriers to ACP for both
patients and practitioners, such as raising patient awareness regarding misconceptions around ACP and providing
practitioners with recommendations on ACP and end-of-life
communication in evidence-based practice guidelines, such
as those from the IDSA or DHHS.
Last, as HIV-infected individuals survive longer with increased multimorbidity, their ACP needs may become similar
to those of their uninfected counterparts who may be cared
for by geriatricians and palliative care practitioners. As a result, collaborations between HIV and geriatrics or palliative
care service networks may increase the prevalence and quality of ACP among HIV-infected individuals, possibly through
direct contact with patients or through professional education. However, more research is needed to determine the
most effective ways for such collaborations to take place.

individuals because of less trust in practitioners, cultural discordance, the misconception that discussing ACP will cause
harm, a lack of available health care proxies,22 or a lack of
incentive to ensure the well-being of survivors, especially a
lack of children in the household.11,19
From practitioners’ perspectives, 2 types of factors limited ACP. First, logistic reasons may inhibit practitioners
from discussing ACP, including limited time or energy and
the loss of long-term relationships with patients owing to
a change of physician after hospice enrollment. Second,
some practitioners also reported feeling prohibited by inadequate preparation and training, described as not feeling
ready to discuss ACP or having insufﬁcient knowledge for
the process (insufﬁcient understanding of a patient’s culture
or discomfort with prognostication). Similar barriers were
found in the general population, with lower rates of end-oflife communication and completion of advance directives if
physicians lacked time or knowledge about how to engage
in ACP.39
Despite substantial changes in the clinical course and
treatment of HIV infection, as well as progress in the realm of
ACP, many issues regarding ACP for HIV-infected individuals
remained consistent from 1996 to recent years. Regardless
of when they were conducted, most studies recommended
that more efforts were needed to increase the quantity and
quality of ACP among HIV-infected individuals.11,16-25 Many
barriers to ACP remained statistically signiﬁcant over the past
2 decades, such as low education, low income, and lower
severity of illness. Issues of discordance in end-of-life communication between patients and practitioners also persisted,
such as discrepancies in reported occurrences of end-of-life
communication or differences in how patients and practitioners deﬁne end-of-life communication.17,20
This research was limited by the small number of available
studies. Because only a few of these studies were conducted
in recent years, ﬁndings in the existing literature may not
represent the current issues surrounding ACP and end-of-life
communication among HIV-infected individuals. Moreover,
there was a large amount of heterogeneity among the studies,
limiting the opportunity for analysis of pooled data or statistical comparisons among risk factors related to the lack of ACP.
This review revealed several important gaps in the existing literature on ACP in the era of antiretroviral therapy.
First, further investigation focusing on vulnerable subgroups
is needed. Current evidence suggests that rates of ACP are
lower in these populations and that some are particularly at
risk for legal or familial conﬂicts if ACP is not completed. For
example, with the rapidly shifting legal and political climates
surrounding the issue of same-sex marriage, the hierarchy of
surrogate decision makers for HIV-infected individuals with
same-sex partners may change, creating a potential for confusion if ACP is not in place.40-44
Second, methods for increasing the rate of effective ACP
among HIV-infected individuals should be developed, and
future research should leverage factors associated with increased rates of ACP, such as targeting patients with higher
severity of illness, building a trusting relationship between

Conclusion
Research on ACP in the era of antiretroviral therapy is limited but does reveal a highly variable prevalence of ACP
among HIV-infected individuals. Rates of ACP are particularly low in vulnerable subgroups, possibly because of distrust,
misconceptions, cultural discordance, or social isolation. In
contrast, rates of ACP are higher among individuals who are
older, have higher severity of illness, or suffer from certain
comorbid conditions as part of multimorbidity, an entity that
necessitates a new paradigm for ACP in the era of antiretroviral therapy. Practitioners reported clinical logistics and
inadequate preparation as barriers to ACP. More research is
needed to inform policy and create guidelines for HIV practitioners on when and how to discuss ACP with patients.
Collaborations with geriatrics and palliative care service networks may help increase the prevalence and quality of ACP
among HIV-infected patients, as these networks also care for
patients with complex ACP needs. However, more research
is needed to further define the ideal involvement of these
networks in the care of this emerging population.
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