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Background: As the quality of cancer care improves, oncology patients face a rapidly
increasing number of treatment options. Thus, it is vital that they are full and active
partners in the treatment decision-making process. Awareness of disease status has been
investigated in the literature; it has been inconsistently conceptualized and
operationalized. Objective: The aim of this integrative review was to develop a
conceptual definition and model of the awareness of disease status among patients with
cancer. Methods: Whittemore and Knafl's integrative review methodology guided this
arficle. We obtained data through a systematic search of 8 databases. Key terms utilized
were awareness, perception, truth disclosure, diagnosis, prognosis, terminal illness,
status, neoplasm, and metastasis. Dates through January 2020 were searched to capture
all relevant articles. Sixty-nine articles met inclusion criteria. Results: The integrative
review methodology guided the development of a conceptual definition and model. The
concept of “awareness of disease status” was defined as the individual patient’s
understanding of being diagnosed and treated for cancer based on the multifactorial
components of individual patient characteristics and contextually driven communication
practices of healthcare providers. This understanding is dynamic and changes
throughout the disease trajectory. Conclusion: These findings will inform consistency in
the literature. Such consistency may improve person-centered clinical communication,
care planning practices, and, ultimately, cancer-related outcomes. Implications for

Practice: With a greater understanding of the complexity of patients’ awareness of
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disease status, nurses will be able to guide their patients to make informed decisions

throughout their disease trajectory.

atients with cancer are living longer because of advances

in treatment,' leading to an increased number of treat-

ment decisions throughout the disease trajectory. Several
studies have shown that patients’ awareness of disease status
(ADSY) is a predictor of treatment decision—making.279 For exam-
ple, there have been empirical associations between increased
ADS and a lower risk of intensive care*® and aggressive treat-
ments toward end of life.””™'* These associations may have sig-
nificant implications on healthcare and resource utilization, as
well as cost. Yet, 2 systematic reviews demonstrate there is no
consistent conceptual and/or operational definition for patients’
ADS, highlighting the nonlinear nature and cultural variation in-
herent to understanding this phenomenon.'>'* In fact, evidence
suggests there are multiple approaches to measuring ADS among
the oncology population, which may complicate shared decision-
making processes and the quality of communication between
healthcare providers (HCPs) and patients. We aim to narrow
this evidentiary gap. The purpose of this integrative review was
2-fold: (1) to examine how researchers have conceptualized and
operationalized patients’ ADS using a rigorous integrative review
methodology and (2) to synthesize an evidence-informed con-
ceptual definition and theoretical model of ADS that may be
applied to future scientific investigations in the field.

m Methods and Data Sources

Whittemore and Knafl’s'” integrative review methodology guided
this article. Integrative review is a method that assists researchers
to systematically evaluate primary sources with aims to (1) create
a foundational understanding of the state of the science related to
a given phenomenon and (2) identify patterns, themes, and rela-
tionships among sources that meet inclusion criteria. Implicit to
Whittemore and Knafl’s'® methodology is to understand how
phenomena are conceptualized in the literature. The following
steps were utilized: data collection, data evaluation, and data anal-
ysis. Data collection consisted of a thorough literature review.
During data evaluation, pertinent data from primary sources were
extracted and systematically placed into a data extraction table.
Data analysis was an iterative process where the researchers identi-
fied patterns and themes while also comparing and contrasting re-
lationships between concepts. Although this review was completed
for the lead author’s dissertation, this review reflects updates to the
literature since publication of that work.'®

Data Collection

To identify all conceptual aspects of ADS, a thorough search of
the literature was conducted. We completed data collection at
2 different time periods (January 2017 and January 2020) to en-
sure the timeliest inclusion of evidence. Preliminary search terms
were identified in previous work.'# Additional search terms were
identified using the MeSH database, which identifies the appro-

2 W Cancer Nursing®, Vol. 00, No. 00, 2023

priate subject headings to conduct searches that are more precise.
Multiple consultations with a health librarian ensured accuracy
and applicable range of key searching terms.

The key terms utilized for this integrative review included
the following: “awareness,” “truth disclosure,” “health status,”
“disease status,” “prognosis,” “neoplasm,” “metastasis,” “advanced
cancer.” Using various combinations of the key terms, the follow-
ing databases were searched: PubMed, MEDLINE, CINAHL,
EMBASE, PsycINFO, Web of Science, Cochrane Library data-
bases (Systematic Reviews and Controlled Trials Register), and
SCOPUS. All articles met the following inclusion criteria: written
in English; peer-reviewed empirical articles using either qualitative,
quantitative, or mixed-method designs; focused on patents with
cancer at any point along the disease continuum; examined the con-
cept of ADS. There was no limit of search dates; all pertinent articles
through January 1, 2020, were included; this was to observe how
the concept has evolved longitudinally. Articles were excluded if
they met the following criteria: not in English, focused on a popu-
lation other than cancer patients, or did not assess patients’” ADS.

The 2017 search method initially yielded 6991 articles. An
additional 29 articles were identified through ancestry searching.
From those, 1596 duplicate articles were removed, and 5124 ar-
ticles were screened by title. Another 4696 articles were excluded
based on the exclusion criterion: did not focus on cancer or ADS.
Of the remaining 428 articles, 61 met the inclusion criteria and
were included in the review. Using the same search strategy in
January 2020, an additional 8 articles were identified, resulting
in a total of 69 articles'” (Figure 1).

Data Evaluation

Consistent with the integrative review methodology, we created
data evaluation chart (referred to as “data displays” by Whittemore
and Knafl"®). The purpose of the data display is to allow for the
“constant comparison across all primary sources.”"> The Critical
Appraisal Skills Programme'® method guided the creation of
the data evaluation tables. The Critical Appraisal Skills Pro-
gramme is an international consortium that has developed reli-
able and valid measures to critically appraise the data (https://
casp-uk.net/). Based on the Critical Appraisal Skills Programme
cohort checklist, data evaluation tables were created to assess the
appropriateness of the aim and method of sample recruitment
and selection and track how the concept of ADS was conceptual-
ized and operationalized, factors that impact awareness and their
outcomes, and the key results and limitations of each study.
Data extracted from each article included the aim, sample
characteristics, definition of the concept of ADS (if available),
operationalization of the concept, factors that impact awareness,
consequences of ADS, key results of the study, and study strengths
and limitations (Appendix). General thematic analysis techniques
were utilized to examine the content and context of the articles,
an approach informed by Miller and Alvarado’s”® recommenda-
tions about the use of documents as “data” in research syntheses.
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Figure 1 m PRISMA (Preferred Reporting Items for Systematic Reviews and Meta-analyses) chart.

The combined approach also allowed for the development of a
conceptual model as an additional product of our review.

Data Analysis

Consistent with Whittemore and Knafl’s'® integrative review
methodology, data analysis was an iterative process of identifying
patterns and themes in the data evaluation tables. Analysis began
with the creation of the first table and was continued after comple-
tion of the data analysis chart. It is through the ongoing analysis,
comparing, and contrasting relationships that the research team
generated the following results that conceptualized ADS: under-
standing of diagnosis, knowledge of prognosis, understanding of
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disease curability, survivability, understanding the disease trajectory,
factors that determine awareness, contextual characteristics of the
healthcare environment, the influence of organizational culture,
individual patient characteristics, and the consequences of ADS.

m Results

Operationalization of the Concept

The concept of ADS in patients with cancer was operationalized
in the following ways: understanding of cancer diagnosis, knowl-
edge of prognosis, combinations of knowledge of diagnosis and
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prognosis, understanding the disease trajectory, and understanding
of curability and survivability. Both qualitative and quantitative ap-
proaches were used to study the phenomenon. The following sec-
tions illustrate the operationalization of each measurement category.

Understanding of Diagnosis

The most common term used in the literature was “awareness of
diagnosis.”#2426:27,29:30.35,42,49,54,56.58,5963.77 A areness of diag-
nosis was operationalized differently and measured inconsistently.
In some publications, researchers considered patients aware of the
diagnosis if they could identify their disease with the word “neo-
plastic,”*" if patients could name the disease they were being
treated for,”?>* or if they could use the words “malignancy,”
“cancer,” or “tumor.”***>%* One article deemed patients to have
awareness of diagnosis if they could answer “yes” to the following
question: “Do you have or have you had cancer?”® Three articles
considered patients as automatically aware of their diagnosis based
on the delivery of diagnostic information from the HCP.'?>%%8
Therefore, the level of ADS or lack thereof was limited to what

had been communicated to and remembered by the patient.

Knowledge of Prognosis

There were many publications that used a combination of
diagnosis and prognosis knowledge to determine patient
ADS.23719:21:2525.25.31,32.57 3944485557, 6264656870 e srudy
defined prognosis as “awareness of the type and stage of the disease
relate[d] to the image of his/her current health status.”22®P200) Ap_
other study defined prognosis as the “accurate perception of prog-
nosis” and operationalized the concept as patients’ ability to report
their expected survival length as “less than 2 years for stage IV lung
cancer and less than 5 years for stage IV colorectal cancer.”>®9
Although these 2 studies defined prognosis, their measurement or
assessment of it was limited. For example, another study asked the
patients if they could name the disease and determine if it was cur-
able or incurable.”

Understanding of Disease Curability

The operationalization of curability applies to all patients with
cancer and is an important part of prognostication. This attribute
becomes especially important in the context of metastatic or re-
current disease. Curability was examined in 2 ways: if the patient
with cancer understands curability of disease and the intent of
treatment (eg, curative or palliative).

Chochinov and colleagues™ study of 200 patients with ad-
vanced cancer receiving palliative care defined ADS as the patient’s
knowledge of disease incurability. “Full awareness” was considered
if “the patient had a full understanding of the gravity of the illness
and the imminence of death.”**®>°) Conversely, they suggested if
“the patient believed the illness to be curable, then the patents
were believed to have ‘no acknowledged awareness,” with no ac-
knowledgement of terminal prognosis.”*>®>°" In a study conducted
in Australia of 181 patients with terminal cancer and their caregivers,
“full ADS” was determined if “both participants understand that the
treatment was not intended to cure.”>®'®”
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In a 2006 study conducted in Taiwan, patients were deemed
to have the ADS “if patients understood that they had an incur-
able cancer, death was unavoidable, and their lifespan was very
limited.””>®*" One study examined if patients—whom oncol-
ogists estimated would die within a year—and HCPs could have
“concordance” in terms of likelihood of cure. Concordance was
determined if patients were in multiple categories (0%, 1%-
10%, 11%-20%, etc) of the oncologists’ estimates, which was
measured via survey after appointments.®®

Another facet of curability was related to the patient’s knowl-
edge of the intent of the treatment (eg, curative or palliative in
nature). In a 2011 study of 151 metastatic non—small cell lung
cancer patients, participants were asked to respond to the follow-

<

ing questions in a “yes” or “no” format: “My cancer is curable,”
“The goals of my therapy are to ‘help me live longer,” “try to
make me feel better,” or “get rid of all my cancer.””*®**?! One
of the major findings of this study was that patients exhibited dis-
cordance between answers. For example, patients were aware their
cancer was not curable, but many still believed the purpose of che-
motherapy was curative.””

Similarly, another study assessed curability of treatment by
asking the following question: “After talking with your doctors
about chemotherapy, how likely do you think it was that chemo-
therapy would... help you live longer, cure your cancer, or help
you with problems you were having because of your cancer?”
®1617) Patients were given the following response options: “very
likely, somewhat likely,” “not at all likely,” and “I don’t know.”
Of the 1193 patients with stage IV cancer, 69% of the lung can-
cer patients and 81% of the colorectal patients were not aware
that their chemotherapy was not curative.” A similar method of
operationalization was utilized with 262 patients with cancer,
93 of them with metastatic disease, using a Likert scale to answer
the following question: “How much do you think your illness is
curable™? (options: 1 = “very difficult to cure” to 10 = “very easy
to cure”).*® These studies are additional examples of how re-
searchers adopt reductionist techniques that mask complexity

when trying to understand this concept.®®’

Survivability

Survivability describes a patient’s ability to approximate life expec-
tancy and report if he/she will survive his/her disease. Three articles
evaluated survivability by asking patients to estimate their survival
time until death.'*>"® One of these studies asked the participants:
“What are the chances that you will live for 2 months or more if
current care remains the same?” and “How about 6 months or
more?”!?P1719 Patients had the following response choices:
“90% or better,” “about 75%,” “about 50-50,” “about 25%,”
“about 10% or less,” or “don’t know.”'®'719 Fifty-seven percent
of the patients who thought they had a 90% chance of surviving
6 months died at the 6-month mark."? In this study, patients were
more likely to overestimate their life expectancy compared with
their HCPs. Another study mirrored this approach, but through
qualitative interviews.*® Cartwright and colleagues™®® study found
that participants’ discussions of their prognoses were similar across
groups, despite the differences in experiences, stages of disease, and
diagnoses. Another example of survival estimates was whether
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patients with terminal cancer could report if their cancer would be
a direct cause of their death.**4!

Understanding the Disease Trajectory

Of the articles that offered conceptual definitions of awareness,
several discussed how patient understanding fluctuated through-
out the disease continuum. There is conceptual inconsistency in
the selected studies (eg, using different surrogate terms for this
overarching attribute). To illustrate, researchers noted: “The term
awareness is used to acknowledge what patients know in all phases
of their disease, regarding their actual condition of health, of
progressing disease and of approaching death.”**®? Morasso et al®
also uses the term illness awareness, defined as “a dynamic process
that undergoes changes during the course of the disease... is
affected by the quantity and the quality of clinical information
given to the patient and by the meaning assigned by patient to
this information.”®*'® Awareness was further defined as “the pa-
tient’s real understanding and level of consciousness about the
type of disease, the prognosis, and life expectations, which come
from the personal rework he/she does with the information he/she
has eventually been provided with.”*

These definitions are overarching and multifaceted and describe
awareness as not being isolated to a patient’s discussion of diagnosis,
prognosis, cure, or survival, but their ability to incorporate these as-
pects into a holistic perspective. Furthermore, these authors define
awareness as something fluid that can change over time as the dis-
ease progresses. In addition to the elasticity of the concept, it will
be highly dependent on the individual patient characteristics.

Factors That Determine Awareness

All studies identified factors that impact a patient’s ADS. These
factors were categorized into contextual and individual patient
characteristics. Contextual characteristics of the healthcare envi-
ronment where patients receive care include characteristics of
the HCPs and environment of the healthcare system. Organiza-
tional culture and provider responses to it also influence contex-
tual characteristics. Individual patient characteristics include the
culture of the patient, coping mechanisms, education, age, gen-
der, type of cancer, and presence of metastasis.

Contextual Characteristics of the Healthcare
Environment

The most common predictor of ADS cited was communication
with HCPs. Thus, 32 articles considered communication with
HCPs as a factor that impacts ADS; however, this factor was

not statistically measured in all of the articles,>~¢1112:20:21,23.28,

30,34,35,38,40,41,48,50,52-55,58,60,61,63-66,71,72,77

In particular, many studies conducted in Asia and Eastern
Europe discussed how it is the cultural practice for HCPs to not
communicate with the patients regarding their disease status, but
rather to inform the family.>*6710:26:425253:5967.77 \y/ithin these
cultural norms, family members served as the bridge of communica-
tion between HCPs and patients to shield the patent from bad
news,>4071026:4252:5359.67.77 A patient’s absence from healthcare

Awareness of Disease Status

discussions with HCPs clearly impacted his/her ADS. This example
highlights how culture influences the organization of care delivery
systems and providers’ subsequent communication styles.

Studies conducted in Western Europe and the United States fo-
cused on communication characteristics of the HCPs. The following
characteristics of HCPs were cited as having an impact on ADS:
used,®® attitude of the HCPs when disdlosing information, ' 243550

and amount of information disclosed by HCPs.?%3>¢0

The Influence of Organizational Culture

Characteristics of the hospital and the type of clinical setting were
cited as factors that impacted patient’s ADS. For example, pa-
tients who were at a teaching hospital were less likely to be told
they were dying.'>" Patients who were in a hospital specialized
for oncology,27 who had a referral to an oncology department, 10
or who had an early referral to a palliative care program’?* were all

more likely to report a better ADS.

Individual Patient Characteristics

Age, gender, and education level have been shown to impact a patient’s
ADS. The younger a patient is compared with older persons in their
cohort, the more likely he/she is to have ADS >!0:27:29:35:49.59.63.64
This is significant because cancer is typically a disease that comes
with advancing age, and therefore, there is a gap in how this
population comprehends their disease and treatment. Female
patients are also more likely to have awareness when compared
with male patients.>1%2733:36:46.63-65 15 addition, patients
with higher education levels (typically more than high school)
have greater awareness,>%/-3>46:49,57,59.61,64.65

The physical health and type of cancer have also been shown
to impact awareness, including having metastatic disease,>® a worse
performance status,'”*>>" and site of the cancer.'® Psychological

characteristics of patients can also influence their ADS, such as

coping mechanisms,?""?>483560:63 denja] 3043454677 and 3 desire

to maintain hope.*®

Consequences of Awareness of Disease Status

Twenty articles stated that ADS had an impact on treatment

3-6,8-12,20,29,35,40,46,51,53,57,60,72,75 A ong these, the ones
gl

decisions.
that cited specific treatment decisions all showed that patients were
less likely to choose aggressive end-of-life care when they had greater
ADS. Six articles reported that participants who had ADS were
more likely to sign a do-not-resuscitate order or create a living
will >¢20405133 T addition, 7 articles reported that participants
who were aware of their disease status were less likely to end up in

5,9-12

intensive care,4’8 use aggressive treatments toward end of life,

and were more likely to use palliative care services.””

There continue to be conflicting reports on the impact of
ADS on quality of life (QOL), and the studies included in this
analysis further illustrate these tensions. Researchers used many
instruments and measures of QOL in the included studies. Such
differences in measurement alone would yield variation in the
responses. Yet, of the 37% of articles that reported impact on
QOL, the results were equally divided. Nine articles reported a
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positive impact on QOL.>6723335253636770 Another 9 reported
that ADS had a negative impact of QOL,520254247:543973.77 Ep
reported no statistically significant impact on QOL QOL.407174
Thus, it is difficult to draw conclusions about the impact of ADS
on QOL.

m Discussion

Through our integrative review, we sought to fill an evidence gap re-
lated to ADS among patients with cancer, a concept that has been
inconsistently defined and operationalized by researchers. Of the
69 articles reviewed, individual patient and contextual characteristics
emerged as central factors that impact ADS and are associated with
significant consequences. Results from this integrative review led
to the following definition of ADS among patients with cancer:
“the individual patient’s understanding of being diagnosed and
treated for cancer based on the multifactorial components of in-
dividual patient characteristics and contextually driven commu-
nication practices of healthcare providers. This understanding
is dynamic and changes throughout the disease trajectory.”
Based on this definition, a conceptual model was created to
inform future clinical practice and research initiatives. Figure 2
illustrates the relationships of factors that impact ADS and the
subsequent consequences of ADS identified in this review. It is
critical to acknowledge that the concept of ADS is not static but
rather exists in the context of a dynamic and changing disease tra-
jectory course. The individual patient characteristics (eg, culture of
patient/family, gender, age, education level, cancer type, coping
mechanisms) inform the many dimensions of ADS, including
knowledge of prognosis and an understanding of diagnosis, curability,
and survivability. The model illustrates that iterative communication
with HCPs will impact ADS over time. In addition, the influence of
other contextual characteristics (eg, culture of HCP, hospital type,
HCP language) is an invaluable component of the ADS equa-
tion. Finally, there are several significant consequences to ADS,
such as treatment decisions, personal life decisions, and QOL.
Because of inconsistency in operationalization, research to
date has not measured the concept accurately and contributes to
the lack of clarity related to how ADS affects patients with cancer.
The various operationalizations of the concept in the literature
were from the perspective of a research team. This means that, re-
gardless of how various primary sources measured ADS, those
measurements were not rooted in the perspective of the patient;
they were rooted in how the researchers conceptualized ADS.
Therefore, there is still a substantive gap in accurately understand-
ing how the patient conceptualizes ADS. Furthermore, we did not
include an exploration of how family caregivers’ ADS impacts
decision-making, QOL, and cancer caregiver-related burdens that
may impact the experiences and treatment trajectories of patients.
Limiting or categorizing patient responses as a method to
glean ADS is an act of reductionism that belies the complexity
of understanding one’s fate. There is also an issue of informed
consent in the setting of cancer treatment.” Without an increased
and sustained commitment to enhancing patient ADS, how can we
ask patents to engage in informed healthcare decision-making if
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they are not aware of the purpose of treatment interventions, espe-
cially in the advanced cancer and palliative setting?

Implications

There are several clinical implications based on the findings of
this review. First, ADS directly informs decision-making related
to not only disease-modifying treatments but also readiness to
participate in advance care planning and udlization of hospice
and palliative care.”” These patient and clinical outcomes exist
in the context of disease and symptom progression, availability
of treatment options, and a patient’s adapting needs, values, pref-
erences, and goals, all of which impact an individual’s ADS. The
phenomenon of ADS exists on a continuum from diagnosis to
end of life and is informed by patient/family and health system
factors that impact decision-making and subsequent outcomes.
Both the resulting conceptual definition and model (Figure 2)
consider the individual and contextual characteristics that impact
ADS amid an ever-evolving cancer trajectory.

Second, nearly half of the articles appraised in this review
identified that ADS is often established through discussion with
HCPs 246.11,1220.21.23,28.30,34,35,38.40.41,48.50,52-5558.60.61,63-66.71.72,77
Thus, the value of transparent and truthful communication
about disease status, prognosis, and available decisions cannot
be overstated. It is imperative that HCPs appreciate the com-
plexity and multifactorial domains that inform ADS (Figure 2)
and decision-making to ensure the process is viewed and approached
as both iterative and person-centered. In addition, HCPs must
reflect on their own assumptions, worries, and concerns about shar-
ing serious news, as well as systemic barriers to creating cancer care
environments that leverage shared decision-making in partnership
with patients and their families. Communication training that em-
phasizes empathic, respectful, and inclusive approaches to cancer
care delivery is essential for building such capacities. In addition, sev-
eral experts have recommended that training in primary palliative
care (eg, generalist-level palliative care delivered by primary teams)
for all HCPs would enhance individualized and holistic care that
meets the psychosocial, physical, spiritual, and cultural contexts of
patients. A fully integrated model of primary palliative care in cancer
settings improves HCP communication that meets patients and
families “where they are” in the disease process and may promote
accurate ADS.”*%

Research implications include but are not limited to the need
for (1) more in-depth understanding of the concept and influ-
ence of ADS as a predictor of decision-making and other clinical
outcomes in the cancer setting, such as intensive care unit and
palliative care utilization; (2) more robust investigations of interpro-
fessional HCPs’ and patients’ perceptions of ADS across noncancer
illnesses to better identify its role in clinical care delivery; and (3)
evaluation of the resulting conceptual model (Figure 2) as applied
to various stages of the cancer continuum for ADS instrument
development. Future research should also elicit how ADS im-
pacts decisional conflict and decisional self-efficacy, particularly
during disease transitions or major decision inflection points that
carry potentially substandial, irreversible, or long-term conse-
quences. Our results showed that the effect of ADS on QOL
was mixed, suggesting a critical need to explore the relationship
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Figure 2 m Conceptual model of awareness of disease status.

more thoroughly between ADS and the different constructs and
components of QOL and how those characteristics may change
at varying stages of disease.

Limitations

There are several limitations of this review. First, we sought to ex-
plore ADS specific to the cancer population, potentially exclud-
ing key references and research from other fields. However, to
our knowledge, this the first integrative review that sought to
conceptualize a definition of ADS among patients with cancer
based on a comprehensive synthesis of the literature. Next, our
criteria included only articles in English, limiting our discussion
regarding cultural variability of ADS. Yet, we provide a model
for other colleagues across cultures and contexts to adapt and
use when considering the application and utility of ADS in their
settings. Finally, our search strategy included all research prior to
January 2020, preventing us from exploring the role of ADS dur-
ing the COVID-19 pandemic. Patients with cancer have been
particularly vulnerable to the impacts of the SARS-CoV-2 virus,
and cancer care systems will likely experience long-term conse-

Awareness of Disease Status

quences.®" Additional research will be needed to describe the role
of ADS at the intersection of cancer, complex decision-making,
and this global public health emergency.

m Conclusion

Awareness of disease status is a highly subjective concept and will
vary based on inherent and contextual experiences of the individual
patient with cancer, as well as the dynamics of the health system and
cancer care delivery. The studies included in this integrative review
measured ADS from the perspective of the HCP. Therefore, it is vi-
tal to understand how patients conceptualize this concept. In the
same way that patients must be engaged as equal partners in their
treatment decision-making and ongoing communication that in-
forms their ADS, they must also be active participants in the scientific
explorations that will guide clinical practice and, ultimately, dictate
the quality of their cancer care and subsequent related outcomes.
In the end, it is the patient’s ADS that will determine treatment
and life decisions, as well as the quality of their life and, poten-
tially, the quality of their death.
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