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BACKGROUND: The specific phrase “goals of care” (GOC)
is pervasive in the discourse about serious illness care.
Yet, the meaning of this phrase is ambiguous. We sought
to characterize the use and meaning of the phrase GOC
within the healthcare literature to improve communica-
tion among patients, families, clinicians, and researchers.
METHODS: A systematic review of the English language
healthcare literature indexed in MEDLINE/PubMed, Cu-
mulative Index to Nursing and Allied Health Literature
(CINAHL), and Scopus was performed in October of
2018. We searched for all publications with the exact
phrase “goals of care” within the title or abstract; no lim-
itations on publication date or format were applied; con-
ference abstracts were excluded. We used qualitative, dis-
course analysis to identify key themes and generate an
operational definition and conceptual model of GOC.
RESULTS: A total of 214 texts were included in the final
analysis. Use of GOC increased over time with 87% of
included texts published in the last decade (2009–2018).
An operational definition emerged from consensus within
the published literature: the overarching aims of medical
care for a patient that are informed by patients’ underlying
values and priorities, established within the existing clinical
context, and used to guide decisions about the use of or
limitation(s) on specific medical interventions. Application
of the GOC concept was described as important to the care
of patients with serious illness, in order to (1) promote
patient autonomy and patient-centered care, (2) avoid un-
wanted care and identify valued care, and (3) provide psy-
chological and emotional support for patients and their
families.

DISCUSSION: The use of the phrase “goals of care”within
the healthcare literature is increasingly common. We
identified a consensus, operational definition that can
facilitate communication about serious illness among pa-
tients, families, and clinicians and provide a framework
for researchers developing interventions to improve goal-
concordant care.
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INTRODUCTION

The specific phrase “goals of care” (GOC) is used
pervasively by clinicians, researchers, and health
policymakers who aim to provide the best possible care
for patients with serious illnesses. Despite widespread
use, the meaning of this phrase is ambiguous and lacks
a consensus or operational definition.1 In prior work, we
found the phrase GOC is ubiquitous in clinician notes
within the electronic health records (EHR) of critically
ill patients admitted to an intensive care unit.2 In the
EHR, GOC is used by clinicians to represent communi-
cation about poor prognosis, to describe conflict among
clinicians, patients, and families, and to provide a ratio-
nale for specific treatment limitations. However, the
phrase was rarely used to convey specific patient or
family goals or values.
There is well-recognized ambiguity around many common

phrases that refer to the care of patients with life-limiting
illness, including “seriously ill,” “comfort care,” “supportive
care,” and the phrase “palliative care” itself.3–5 Using euphe-
misms and vague language in communication about serious
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illness, death, and dying can have important consequences for
patient care, including misunderstanding and miscommunica-
tion among patients, families, and interprofessional clinical
teams.6 Lack of precision and inconsistency in definitions also
creates a barrier for researchers who aim to improve patient-
centered decision-making, palliative care, and end-of-life
care.7 The National Institutes of Health and the American
Society for Clinical Oncology have both declared the need to
clarify palliative care terminology to improve the systematic
investigation of end-of-life care and to advance the science of
palliative care.4,8

The objectives of this study were to characterize the use and
meaning of the phrase GOC within the healthcare literature
pertaining to patients with serious illness, and to identify an
operational definition based on consensus within the literature
that can be used to facilitate accurate and meaningful commu-
nication among patients, their families, clinicians, and
researchers.

METHODS

Healthcare Literature Systematic Review

In October 2018, a medical librarian (JP) conducted a
search for the exact phrase “goals of care” in the title and
abstract field in each of the following databases:
MEDLINE via PubMed, Cumulative Index to Nursing
and Allied Health Literature (CINAHL), and Scopus.
Searches were limited to English language texts; confer-
ence proceedings were excluded. Given our objective to
characterize the use and meaning of GOC within the
healthcare literature, we did not restrict the search results
by date of publication, publication format, or study de-
sign. Texts with trivial use of the phrase GOC and texts
that did not relate to patients with serious, life-
threatening, or life-limiting illness were excluded. Two
investigators (KS and JMK) screened all texts for inclu-
sion using the systematic review processing software
Rayyan (https://rayyan.qcri.org); all disagreements were
adjudicated by a third reviewer (AL).
Our search strategy yielded 1645 texts for initial review

(Fig. 1); 290 were potentially eligible after title/abstract
screening. After exclusion of 71 texts that did not meet inclu-
sion criteria, 4 duplicate texts, and 1 text that was unavailable
for full-text review, a total of 214 texts were included in the
final sample (see Appendix in Supplemental Materials for full
reference list).

Data Extraction and Qualitative Analysis

We conducted a qualitative discourse analysis9,10 to evaluate
use and meaning of the phrase GOC within the healthcare
literature. Discourse analysis refers to a method that evaluates
the application of language and text within its natural con-
text.11 Given the phrase GOC is rarely accompanied by an

explicit definition in the healthcare literature, we employed
this method to uncover tacit, fundamental themes related to
GOC.
In the initial phase of analysis, two investigators (KS and

JMK) independently reviewed the title, abstract, manuscript
text, tables, and figures of each text to identify every instance
of the phrase GOC. The two investigators independently cod-
ed each instance of GOC, using an inductive approach to
coding12,13 to describe characteristics of the use and the mean-
ing of the phrase. The two investigators met weekly to review
coded texts and establish a consensus code for each instance of
GOC. The individual codes were collated into a coding tax-
onomy, which was iteratively revised throughout the coding
process.
The initial qualitative coding began with the oldest text

and proceeded in chronological order. Initial theoretical
saturation was reached after coding of the first 56 texts
(through the year 2012). To ensure that we did not omit
important or novel themes from more recent publications,
we used purposive sampling14 to select additional texts for
full qualitative coding. Two investigators independently
reviewed all remaining titles and determined eligibility
for inclusion. Criteria for inclusion were (1) previously
underrepresented patient populations (e.g., heart failure,
surgical patients) and settings (e.g., medical emergency
team calls); (2) novel potential themes (e.g., the impact of
clinician bias on GOC; documentation of GOC in the
health record); or (3) texts that explicitly described
reporting a conceptual model of GOC. After independent
review, the two investigators met to compare selected titles
and reconciled all discrepancies by consensus; 34 addition-
al texts were included in the final purposive sample. We
then coded all 34 texts in chronological order beyond
theoretical saturation to confirm that no new themes
emerged at the conclusion of coding. In total, we qualita-
tively coded the full-text manuscript of 90 of the 214 texts.

1,645 records identified through 
database search in October 2018

290 full texts assessed 
for eligibility

71 texts excluded based 
on full-text review

1 full text unavailable for 
review

4 duplicate texts

1,355 records excluded 
based on title/abstract

219 texts selected for 
inclusion

214 texts included in 
final sample

Figure 1 Search strategy and results. Selection of texts after
application of inclusion and exclusion criteria is shown.
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We conducted axial coding with an interprofessional (5
physicians, 1 nurse, 1 social worker, 1 chaplain) group of
investigators with diverse clinical expertise (critical care, pal-
liative care, clinical ethics) to generate themes from and es-
tablish relationships among existing codes.13,15 During axial
coding, we generated an operational definition of GOC based
on consensus themes that were identified during discourse
analysis. We held weekly, one-hour meetings of at least five
investigators to review codes, themes, and definition compo-
nents until consensus was reached on the key thematic results.

RESULTS

Use of GOC

The earliest included text was published in 1987, and the use
of GOC within in the healthcare literature increased markedly
over time (Fig. 2). Most included texts (87%) were published
in the last decade (2009 to 2018). Included texts were pub-
lished in 122 unique journals and 5 book chapters. Texts were
most frequently published in palliative care journals (28.0%),
followed by internal medicine/medicine (16.8%), oncology
(8.4%), pulmonary/critical care (7.5%), nursing (5.1%), cardi-
ology (3.7%), health services (3.7%), geriatrics (3.3%), emer-
gency medicine (1.9%), general surgery (1.9%), and ethics
(1.4%). Four additional journal categories combined (obstet-
rics, primary healthcare, pediatrics, and education) accounted
for the remaining 3.9% of texts. Of all included texts, 12.1%
were published in journals not indexed for MEDLINE and
2.3% were book chapters.
The use of GOC within the healthcare literature referred,

primarily, to communication with or about patients with seri-
ous illness in the following three categories: (1) patients with
diseases typically considered to have a poor prognosis (i.e.,
advanced cancer or dementia); (2) patients who had reached a

phase of any disease for which cure was not possible or death
was imminent; and (3) patients whowere receiving care within
a specific healthcare setting (e.g., nursing home, emergency
department, or intensive care unit) where incurable, serious,
life-limiting, and life-threatening illnesses are common. Au-
thors also described the healthcare system itself as having a
default or implicit GOC to cure disease and prolong life. For
example, one author noted that “The implicit goal of health
care is usually cure or survival […], so in many clinical areas,
GOC are ‘reasonably taken for granted’ and not explicitly
stated.”1 When GOC was applied to patient populations in
the healthcare literature, it typically referred to communication
with or about patients for whom the implicit system GOC was
no longer possible or likely.

Definition of GOC

We generated an operational definition and conceptual model
of GOC (Fig. 3) based on consensus, key themes within the
healthcare literature. GOC are operationally defined as the
overarching aims of medical care for a patient that are in-
formed by patients’ underlying values and priorities,
established within the existing clinical context, and used to
guide decisions about the use of or limitation on specific
medical interventions. Table 1 displays representative quota-
tions that illustrate the four key themes of this consensus
definition and the relationships among the themes.
The first key theme (overarching aims of medical care) is

exemplified by authors’ frequent use of words that convey the
broad scope of the phrase: “overarching,” “big picture,” “glob-
al,” “basic orientation,” “general,” and “overall.” One text
described the scope of GOC as “more specific than overarch-
ing values statements, yet more general than interventions.”16

In addition, authors stated that GOC must encompass an
“aim,” “purpose,” “direction,” or “telos” towards which med-
ical care is directed.
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Figure 2 Texts published with a primary focus on “goals of care” have increased over time. The number of “goals of care” citations per year
from 1987 to 2018 is shown. *Projected total citations based on the first eight months of 2018.
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The second key theme (patient values and priorities)
requires that GOC be developed “in the context of the
patient’s values” or “to reflect patient values,” including
the patient’s prioritization or ranking of the relative value
of possible outcomes. The third key theme (clinical con-
text) emphasizes the importance of formulating GOC
within the bounds of a patient’s current clinical context
and illness: “an accurate illness understanding is required
to meaningfully consider and prioritize GoC[sic].”17 Au-
thors used terms such as “appropriate,” “attainable,” “re-
alistic,” “reasonable,” and “possible” to convey that GOC
are often limited by a patient’s underlying illness or
prognosis.
The fourth key theme (medical intervention decisions) ex-

plicitly differentiates GOC from individual or specific medical
intervention decisions but describes GOC as a construct to
help guide these decisions. To illustrate, one text notes, “in the
same way we have learnt to ask, when ordering a test, ‘How
will the results of this test change my management of the
patient’s care?[…],’we can help trainees by asking, ‘Howwill
this test (or treatment) help achieve the patient’s goals of
care?’”18

Several texts presented a divergent definition, in which GOC
was closely related to or synonymous with medical intervention
decisions. For example, “A GOC plan is a medical order that
clarifies limitations of medical treatment for a present condi-
tion.”19 In other divergent examples, the phrase GOC was
equated with cardiopulmonary resuscitation status and orders,
decisions about mechanical ventilation, or intensive care unit
admission. Finally, several texts stated that GOC is ambiguous
and lacks a clear definition: “‘Goals of Care’ may mean goals/
values of patients to some, to others it is the treatments that
achieve the goals, or to some other it means both.”20

Dimensions of GOC

Within the healthcare literature, we identified three major
themes that highlight the importance and the value of the
GOC concept for patients with serious illness (Table 2). First,
GOC is described as a mechanism to promote and protect
patient autonomy and patient-centered care. Second, the con-
cept of GOC can help avoid unwanted care: “Having a good
understanding of patients’ goals of care (GoC)[sic] is a critical
element in the shared decision-making process and important
in avoiding unnecessary admissions to hospital, invasive

Figure 3 Conceptual model that illustrates the consensus, operational definition of the phrase “goals of care.” Goals of care can be defined as
the overarching aims of medical care for a patient that are informed by patients’ underlying values and priorities, established within the

existing clinical context, and used to guide decisions about the use of or limitation on specific medical interventions.

Table 1 The Key Themes That Comprise the Operational Definition
of “Goals of Care”

Key theme Exemplary quotes

Overarching aims “Goals of care point to a general direction
of what is hoped to be achieved through
the provision of care.”
“[…] the goal speaks to the overarching
aim of care. The goal of care indicates the
destination and the care plan, how to get
there.”

Patient values and
priorities

“It is therefore crucial for the health care
professional who cares for patients with
chronic diseases to be able to elicit
underlying values and priorities, to set
overall goals for care.”
“Goals of care was conceptually defined as
‘an understanding of what is most
important to the patient in order to allow
the clinician to align the care provided
accordingly.’”

Clinical context “Concurrently, patients must have an
understanding of their illness to
meaningfully reflect on their goals of care
(GoC) and effectively participate in shared
decision making.”
“Goals of care are important because they
provide a basic orientation for decision
making and can guard against tendencies
to isolate interventions from the larger
clinical realities that surround them.”

Medical intervention
decisions

“Goals of care are increasingly
recommended as a means to inform and
guide discussions between patients, their
families, and clinicians about treatment and
diagnostic decisions.”
“Once the goals of care have been agreed
on, however, it does become easier to
evaluate specific treatments because one
can think about the extent to which a
particular therapy or course of action helps
everyone move toward those goals of
care.”
“Absent a strong sense of the overall goal
of care, each medical decision may be
approached “piecemeal” without a sense of
how a specific medical intervention
contributes to or detracts from the main
aim of care.”

Relationship among key
GOC themes

“GOC conversations are intended to align
treatments, decisions and care plans with a
patient’s values, preferences and
understandings given their current clinical
circumstances.”
“Discussions regarding goals of care help
patients and their families understand the
nature of the patient’s illness and its
trajectory and to make decisions on
parameters of medical care that are
consistent with the patient’s values and
goals.”

GOC goals of care
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procedures, suffering, and prolongation of the dying pro-
cess.”17 Finally, multiple texts acknowledged that application
of the concept of GOC can confer psychological and emotion-
al support to patients and their families who are facing com-
plex, difficult decisions.
Many texts analyzed in this study provided examples of

GOC to answer the question: What are the potential goals of
care from which patients can choose? We identified two
distinct frameworks used by authors to answer this question:
dichotomous or inclusive. In texts that applied a dichotomous
approach, a GOC is one primary goal that is selected from a
continuum of goals anchored by life extension on one end, and
comfort on the other, or as a dichotomous choice between
these two extremes. To illustrate, one study asked participants
to “assess their goals of care (on a Comfort Only—Survival
Only continuum).”21 Similarly, another text described “the
primary goal of care: either care focused on extending life or
care focused on maximizing comfort.”22

Several texts explicitly described concerns with the dichot-
omous framework: “While it is true that many physicians view
these approaches as mutually exclusive, […] We are con-
cerned that framing goals of care in terms of singular priorities
risks propagating a notion of care as either palliative or

curative and may impede integration of these approaches to
patient care.”23 Thus, the inclusive approach allows for a
broader range of goals and the potential to aim for multiple
goals simultaneously. Beyond life prolongation and comfort,
the inclusive approach also includes the potential goals of
disease prevention, achieving a good death, achieving specific
life goals (e.g., attending a family event or strengthening
relationships), improving or maintaining quality of life, pro-
viding support for family members or caregivers, living at
home, maintaining independence, or removing interventions
felt to be burdensome. One text stated, “There are many
possible goals of medical care, from prevention, to cure, to
prolongation of life, to achieving a good death. Multiple goals
may apply simultaneously, with no one being more important
than the others.”24 Both the dichotomous and inclusive ap-
proaches typically referred to example GOC as discrete, categor-
ical options instead of as an open-ended, unbounded concept.
Several key themes of GOC pertained to ownership of and

responsibility for GOC, and the relationship between patients
and clinicians. First, GOC are generally considered patient-
centered and belong, primarily, to patients. Many texts used
possessive nouns to demonstrate the patient ownership of
GOC: “Incorporating the patient’s goals of care into discus-
sions” and “identifying patient goals of care.” Second, al-
though GOC are patient-centered, clinician interactions are
described as central to the application of GOC in clinical
practice. One text described four primary clinician roles: “(1)
clarify and confirm a patient’s goals, (2) discuss the clinical
implications of those goals, (3) determine whether all relevant
goals have been considered, and (4) set priorities among goals
when necessary.”25 In other texts, the clinician role is various-
ly described as eliciting, articulating, supporting, understand-
ing, communicating, interpreting, specifying, and
documenting patients’ GOC. Several authors also noted that
clinicians may have their own judgments and biases about
patients’ GOC, which can contribute to conflict: “Clinicians
might use these results to consider what their goals of care are,
when and in what ways their goals are convergent or divergent
with the goals of patients and families, whether or not aspects
of divergence are problematic, and what they should discuss
with patients and families in order to arrive at shared goals.”26

GOC are also widely recognized as dynamic and subject to
change over time. One author acknowledged that “As the
patient’s disease progresses, goals of care may evolve, with
some objectives and preferences being more emphasized or
some less so.”27 Several texts emphasized the key role clini-
cians play in helping patients navigate changes in GOC: “The
ability to sit with the patient and hear his/her grief as losses
accumulate, goals are modified, and hope redefined is integral
to communication in nursing care at the end of life.”28 Finally,
the concept of prioritization and trade-offs was central to the
description of GOC: “When goals of care are multiple—which
is commonly the case—there will be the possibility of conflict
or tension between goals that require resolution or
prioritizing.”29

Table 2 The Key Themes That Highlight the Importance and the
Value of the “Goals of Care” Concept for Patients with Serious

Illness

Key theme Exemplary quotes

Promote patient autonomy
and patient-centered care

“Ethically, goals of care discussions help
formulate advance care decisions that are
congruent with patient values, ensure
respect for patient autonomy […].”
“Treatment decisions should be based on
patients’ goals of care to provide an
ethical, patient-centered framework for
decision-making.”

Avoid unwanted care and
identify valued care

“Lack of consensus related to goals of
care can leave residents, family, and staff
feeling confused and can contribute to
residents receiving care they do not want
or missing out on care they value.”
“[…] competencies in goals of care
communication deserve special attention.
These value-based discussions elicit treat-
ment preferences and may decrease un-
wanted medical interventions at the end of
life.”

Confer psychological
support for patients and
their families

“Using Goals of Care to guide decision-
making about medical therapy in patients
with advanced medical conditions is
expected to enhance the quality of patient
care by addressing the aspects of medical
care and emotional support as part of a
broader global care plan. This would
likely alleviate the uncertainties of pa-
tients and families regarding decisions
that involve limitations of medical care
and may reduce refusals and delays in the
process.”
“In contrast to an approach centered on
treatments, one centered on understanding
patients’ goals of care not only improves
end-of-life care, but can also decrease the
psychological burden on families of crit-
ically ill patients […].”
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DISCUSSION

The phrase “goals of care” is pervasive in the language
of both clinicians and researchers who seek to improve
the care for patients with serious illness. However, the
specific use and meaning of the phrase are ambiguous,
limiting the impact and utility of this potentially valuable
concept. In this systematic review, we synthesized the
existing healthcare literature using qualitative discourse
analysis to generate a consensus-based, operational defi-
nition of GOC for future application by clinicians, re-
searchers, and health policymakers. Key themes from
discourse analysis of the literature support the following
operational definition of GOC: the overarching aims of
medical care for a patient that are informed by patients’
underlying values and priorities, established within the
existing clinical context, and used to guide decisions
about the use of or limitation on specific medical
interventions.
The use of GOC within the healthcare literature is common

and widespread. In a previous systematic review of texts
published in the palliative oncology literature between 2004
and 2009, the phrase GOC was found in 55 texts.3 Our study
expands on this search strategy to include the healthcare
literature from all medical specialties. We identified a dramatic
increase in the use of GOC, to approximately 60 texts per year
with a major focus on GOC. Texts focusing on GOC are
published in a wide variety of journals. Less than one-third
of all included texts in this study were in palliative care
journals, and other common journal types included internal
medicine, oncology, and pulmonary and critical care medi-
cine. The dramatic increase in use and reach of the phrase
GOC within the healthcare literature supports the promise and
appeal of this concept, and also highlights the need for preci-
sion and clarity.
For clinicians who care for patients with serious illness, our

findings point to an important discrepancy between the clinical
and healthcare literature uses of GOC. This discrepancy is
important to patient care; imprecise language in the context
of serious illness can create unwarranted confusion for patients
and their families while navigating an already challenging and
complex process within the healthcare system.6 In a prior
study of progress notes of critically ill patients within the
EHR, we found that clinicians use GOC extensively in their
documentation to indicate poor prognosis, to describe conflict
with families, or to provide rationale for limitations on specific
medical interventions.2 Clinicians rarely documented patient-
or family-focused goals, priorities, or values while applying
the phrase GOC. Similarly, in an observational study of family
conferences in the intensive care unit for which the physician
overtly declared an intention to discuss GOC with patients’
family members, fewer than 4% of spoken words pertained to
patient preferences or values, and only 12% of conferences
included any conversation of patient values about autonomy,

independence, emotional well-being, relationships, physical
function, cognitive function, or spirituality.30 The clinical use
of GOC may overlook patient values, yet the operational
definition uncovered in this study is founded upon the eluci-
dation and application of patient values and priorities within a
given clinical context. The extent, the cause, and the effect of
this discrepancy in GOC terminology between clinicians and
contributors to the healthcare literature remain unknown. Fu-
ture studies should test whether behavioral interventions that
promote the patient-focused concept of GOC uncovered in
this study ultimately improve communication among clini-
cians, patients, and their families.
In this study, we found that the use of the phrase GOC was

related to but distinct from advance directives (ADs) and
advance care planning (ACP). ACP is a “process that supports
adults at any age or stage of health in understanding and
sharing their personal values, life goals, and preferences re-
garding futuremedical care”31 (emphasis added); written ADs
formalize these preferences via instructional statements that
direct future medical care and may include living wills and
designation of a healthcare proxy. However, ADs, given their
focus on future states, may fail to support in-the-moment,
complex clinical decisions.32–36 In contrast, our findings de-
scribe GOC as a concept intended to align real-time treatment
decisions with patients’ values and priorities in a current,
specific clinical context. Together, the complimentary but
distinct concepts of ACP and GOC support decision-making
across the spectrum of health and disease.
For researchers who aim to design interventions that im-

prove care for patients with serious illness, the development of
standardized definitions of key terms and phrases is critical to
foster clear and precise scientific communication. For exam-
ple, the delivery of goal-concordant care has become a funda-
mental outcomemeasure for high-quality end-of-life care,37–40

and this outcome measure is dependent on a clear and opera-
tionalized definition of patients’ GOC. Two prior systematic
reviews have examined the healthcare literature to establish
conceptual definitions for several fundamental palliative care
terms such as “actively dying,” “end of life,” and “palliative
care.”41,42 Our study advances this work by defining the
emerging phrase “goals of care.”
This study has strengths and limitations. Discourse analysis

is an ideal approach to study concepts that lack explicit defi-
nition, because it is designed to uncover latent themes related
to the function, use, and meaning of language and text within
its natural context.43,44 Through this analysis, we exposed tacit
attributes of the concept of GOC that have not been previously
described. Based on our clinical experiences and prior re-
search findings about the phrase GOC, we focused our dis-
course analysis on texts related to patients with serious, life-
limiting, or life-threatening illnesses. Thus, our findings may
not extend to other patient populations and may not reflect the
variation and meaning of the phrase GOC in clinical contexts
not included in this study. We limited this study to texts in
which GOC was a major focus within the title or abstract.
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Therefore, our systematic review and description of the use of
GOC within the healthcare literature does not include texts in
which GOC is a less emphasized concept, introducing the
potential for selection bias.

CONCLUSIONS

The phrase “goals of care” is increasingly common within the
healthcare literature pertaining to patients with serious illness.
Through a discourse analysis of the literature, we developed
an operational, consensus definition and conceptual model of
“goals of care.” This model and definition can facilitate im-
proved communication among clinicians, patients, and fami-
lies, and provide a framework for researchers who aim to
improve the delivery of care for patients with serious illness.
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