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Abstract

An important and often overlooked subpopulation of cancer survivors is individuals who are diagnosed with or progress to
advanced or metastatic cancer. Living longer with advanced or metastatic cancer often comes with a cost of burdensome
physical and psychosocial symptoms and complex care needs; however, research is limited on this population. Thus, in May
2021, the National Cancer Institute convened subject matter experts, researchers, clinicians, survivors, and advocates for a 2-
day virtual meeting. The purpose of this report is to provide a summary of the evidence gaps identified by subject matter
experts and attendees and key opportunities identified by the National Cancer Institute in 5 research areas: epidemiology
and surveillance, symptom management, psychosocial research, health-care delivery, and health behaviors. Identified gaps
and opportunities include the need to develop new strategies to estimate the number of individuals living with advanced and
metastatic cancers; understand and address emerging symptom trajectories; improve prognostic understanding and commu-
nication between providers, patients, and caregivers; develop and test models of comprehensive survivorship care tailored to
these populations; and assess patient and provider preferences for health behavior discussions throughout the survivorship
trajectory. To best address the needs of individuals living with advanced and metastatic cancer and to deliver comprehensive
evidence-based quality care, research is urgently needed to fill evidence gaps, and it is essential to incorporate the survivor
perspective. Developing such an evidence base is critical to inform policy and practice.

The Office of Cancer Survivorship of the National Cancer
Institute (NCI) defines a cancer survivor as any individual with a
history of cancer from the time of diagnosis through the end of
life (1). Using this definition, there are currently more than 16
million cancer survivors in the United States, and this number
is expected to grow to more than 26 million by 2040 (2).

An important and often overlooked subpopulation of cancer
survivors is individuals who are diagnosed with or progress to
advanced or metastatic cancer. Historically, the goal of care for
these individuals was primarily focused on palliation of symp-
toms and end-of-life care, given their poor prognosis and out-
comes (3). In more recent years, however, with advances in
treatment leading to increased survival rates for cancer survi-
vors overall (4,5), a growing number of individuals diagnosed
with advanced and metastatic cancer are living longer with

their cancer. Goals of care for these individuals are often very
different from individuals diagnosed with early-stage cancer
who are likely treated with curative intent (Figure 1). For exam-
ple, individuals living with advanced or metastatic cancer may
cycle on and off treatments to prolong life but without expecta-
tion of curing their cancer. They may also have periods with
and without active disease for many years.

Living longer with advanced or metastatic cancer often
comes with a cost of burdensome physical and psychosocial
symptoms, complex care needs that include care coordination
among multiple providers, and increased caregiver support
(6,7). In addition, individuals living with metastatic or advanced
cancer often experience great uncertainty about their prognosis
(8) and fear of disease progression. The group of individuals liv-
ing with advanced or metastatic cancer is heterogenous in
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Figure 1. The population of cancer survivors living with advanced and metastatic cancer within the context of the phases of cancer survivorship.

terms of cancer type, treatments received, prognosis, and out-
comes. These factors must be considered when studying this
subpopulation of cancer survivors.

Since the creation of the Office of Cancer Survivorship in
1996, NCI has demonstrated a commitment to funding survivor-
ship science that seeks to understand and improve the health
and well-being of cancer survivors and their caregivers (9).
Much of the funded research, however, has focused on cancer
survivors who are posttreatment and do not have detectable
disease. Recently, we published a portfolio analysis of National
Institutes of Health (NIH)-funded grants focused on individuals
living with advanced or metastatic cancer. The analysis demon-
strated a need for studies focused on the longitudinal examina-
tion of symptom trajectories, innovative models of care, the
impact of newer therapies on survivor needs, financial hard-
ship, and caregiver support in this subpopulation of cancer sur-
vivors (10).

NCI recognized a need to gather stakeholders with interest
in advanced and metastatic cancer survivorship. In May 2021,
NCI held a 2-day virtual meeting, which was open to the public,
with the goals of 1) defining the current state of advanced and
metastatic cancer survivorship research; 2) identifying health
and supportive care needs of people living with advanced and
metastatic disease; and 3) discussing gaps and opportunities for
research on advanced and metastatic cancer survivorship (11).
More than 300 individuals attended the meeting, including
researchers (62%); clinicians (18%); patients, survivors, or care-
givers (6%); advocates (4%); and other stakeholders (10 %).

The meeting began with a keynote presentation outlining
the changing landscape of care for individuals living with ad-
vanced and metastatic cancers. It was followed by a survivor
panel with 4 individuals (3 women, 1 man) diagnosed with ad-
vanced or metastatic cancer, who were chosen to represent
multiple cancer types (breast, colorectal, and neuroendocrine),

ages at diagnosis, and unique survivorship experiences (11).
The remainder of the meeting was organized into 5 sessions
covering broad scientific areas, which were identified through
an examination of current literature and the NIH grant portfolio:
epidemiology and surveillance, symptom management, psy-
chosocial needs, health-care delivery, and health behaviors.
Each session included 2-3 presentations from subject matter
experts followed by a small group discussion, with additional
extramural scientists and a survivor, the goal of which was to
identify gaps in knowledge pertaining to that scientific area.
Subject matter experts were identified through a review of the
NCI-funded grant portfolio, as well as a search of relevant litera-
ture. Specific efforts were taken to include experts and survivors
with diverse backgrounds, including variation by race, ethnicity,
sex, geographic area, and representation of multiple care deliv-
ery systems (eg, academic and community settings).

At multiple points throughout the meeting, attendees were
encouraged to submit questions and ideas about scientific gap
areas and opportunities for future research. Evidence gaps
(identified through subject matter expert presentations, at-
tendee ideas, and topics that emerged in each session discus-
sion) were discussed in a subsequent meeting of NCI staff to
determine key opportunities.

The purpose of this report is to provide a summary of the ev-
idence gaps identified by subject matter experts and attendees
and key opportunities identified by NCI. We present the find-
ings below for each scientific session topic, followed by a dis-
cussion of cross-cutting issues and synergies between topic
areas.

Note on Terminology

Throughout the meeting, participants acknowledged that the
term survivor may not resonate for all people who have a history
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of cancer, and this may be even more true for individuals who
are living with advanced or metastatic cancer. Several terms
used to identify this subpopulation of cancer survivors were
mentioned, such as thriver, metavivor, metastatic survivor.
However, it was agreed on by patient and survivor meeting par-
ticipants that one term does not fit all. Therefore, we use in this
article the label “individuals living with metastatic or advanced
cancer” for this subpopulation of cancer survivors.

Presentation of Evidence Gaps and Key Next
Steps

Epidemiology and Surveillance

Evidence Gaps. Subject matter experts and attendees indicated
that there is a need to develop methods to identify and enumer-
ate survivors diagnosed with or who have progressed to meta-
static cancer in registries and other large databases. This
information is essential for surveillance, to identify eligible indi-
viduals for study recruitment, and to document disease pro-
gression in observational and interventional research. Further,
speakers and discussants commented on the very limited re-
search on factors (both modifiable and nonmodifiable) associ-
ated with longer-term survival after an advanced or metastatic
cancer diagnosis and the need for epidemiologic research inves-
tigating these factors. Subject matter experts further recognized
that epidemiologic studies are needed to identify and track
physical and psychological symptoms (including symptom tra-
jectories), adverse effects, and long-term outcomes related to
an advanced or metastatic cancer diagnosis and its treatments.
Collection of complete treatment and toxicity data in epidemio-
logic research studies pertaining to these populations is critical.

Key Opportunities. Several important next steps were identified,
including the need to develop new approaches and modeling
strategies that use data from cancer registries, electronic health
records (EHR), cancer survivor cohort studies, and clinical trials
to estimate the number of individuals living with metastatic
disease and to identify cohorts of individuals living with ad-
vanced or metastatic cancer to study survivorship in this popu-
lation. In addition, there is a need to use innovative methods to
capture and monitor symptoms in existing data sources such as
registries and EHRs and to obtain data on treatment changes
and subsequent outcomes. Further, treatment trials that collect
detailed treatment and adverse event information could poten-
tially be leveraged for longer-term follow-up (observational epi-
demiology) studies of survivorship needs and outcomes in
populations of individuals diagnosed with advanced or meta-
static cancer. Finally, existing data resources (eg, large cancer
survivor cohort studies) should be examined, where possible, to
identify factors associated with outcomes in individuals living
with advanced or metastatic cancer.

Symptom Management

Evidence Gaps. Advances in novel therapies, including immuno-
therapies and targeted therapies, have contributed to a growing
population of individuals living with advanced and metastatic
cancers. However, these newer treatment approaches may be
associated with burdensome and long-lasting immune-related
adverse side effects, including endocrine disorders and arthritis
or althralgias (12,13). Subject matter experts noted that there is
a need to identify both prevalent and emerging symptoms
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experienced by individuals based on treatment type, cancer
type, and other relevant factors. Given that individuals are liv-
ing longer, panelists indicated a critical need to understand
symptom trajectories over time, as well as mechanisms under-
lying symptoms. Although symptom assessment and manage-
ment have been recognized as important for those with
advanced cancer (14), understanding symptom patterns will in-
form the development of effective tailored interventions.
Speakers and discussants noted that there are also few non-
pharmacological symptom management interventions focused
specifically on individuals living with advanced and metastatic
cancers. Further, there was no clear evidence identified in the
meeting to determine whether existing symptom management
interventions developed for cancer survivors with early-stage
disease would be effective for advanced and metastatic cancer
survivors. Such information is needed for the development of
care pathways and practice guidelines.

Subject matter experts also indicated the need for ubiqui-
tous, integrated palliative care for individuals being treated for
advanced or metastatic disease. Although there has been re-
search demonstrating the impact of early palliative care (15,16),
palliative care and end-of-life or hospice care continue to be
conflated, and often survivors living with advanced or meta-
static cancer are not receiving appropriate palliative care while
on treatment. Further, there is a need to understand the optimal
delivery, timing, and components of palliative care for individu-
als living with advanced and metastatic disease. Finally, session
participants noted a need to understand the optimal role of
caregivers who support the management of symptoms, along
with any associated burden or distress experienced by care-
givers themselves.

Key Opportunities. A critical first step to reducing symptom bur-
den for individuals living with advanced or metastatic cancer is
to identify survivors who have the greatest need for symptom
management strategies. Thus, appropriately powered studies
that assess and track symptoms in individuals living with ad-
vanced or metastatic cancer, including the type, duration, and
frequency, could inform interventions and substantially im-
prove quality of life. Further, there is a need to identify factors
that contribute to symptom burden among those with advanced
or metastatic cancer, including cancer type, treatments re-
ceived, and ability to self-manage. In addition, there may be op-
portunities to leverage existing data resources and clinical trial
networks to increase our understanding of symptom trajecto-
ries and mechanisms. There is also a need for research to iden-
tify key components of symptom management interventions in
survivors with early-stage cancer that can be adapted or tai-
lored for individuals living with advanced and metastatic
cancers.

Psychosocial Research

Evidence Gaps. Individuals living with advanced and metastatic
cancer and their caregivers have unique psychosocial needs
that are poorly described in the extant literature. Subject matter
experts emphasized that, given the changing trajectory and
transitions in goals of care for these individuals, there is a lack
of information on the psychosocial impact for individuals living
with advanced or metastatic cancer and their caregivers. In ad-
dition, although these survivors may be living longer than they
once were, uncertainty about their prognosis can contribute to
psychological distress. For example, survivors living with ad-
vanced or metastatic cancer receive numerous scans to monitor
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their response to treatment and as part of routine follow-up
care, which can trigger feelings of apprehension, anxiety, and
distress (termed scanxiety). Additionally, caregivers for individu-
als living with advanced and metastatic cancers are increas-
ingly providing home medical management and support for
longer periods of time, often resulting in unmet needs and high
levels of burden. Caregivers must also manage the changing tra-
jectory and prognosis of their loved one.

Panelists discussed the importance of prognostic uncer-
tainty and the fact that current work in this area is hampered
by provider ability to offer an accurate prognosis. Although
there are existing tools to measure prognosis in advanced can-
cer patients, it can be difficult to implement these tools in clini-
cal practice (17). Further, studies to understand how providers
communicate prognostic information and the factors that influ-
ence prognostic communication and understanding are needed.
For example, how clinicians’ unconscious biases about disease
severity may impact disclosure, documentation, and communi-
cation of prognosis is not well understood. Additionally, under-
standing how newer cancer treatments (eg, targeted therapy
and immunotherapy) influence prognostic communication and
decision making for both patients and providers merit study in
this population. Overall, proactive, integrated, and survivor and
caregiver-centric care is needed to address psychosocial well-
being, symptom and comorbidity management, and quality of
life at the point of diagnosis, particularly given the changing
care trajectory for individuals living with advanced and meta-
static cancers.

Key Opportunities. To address the psychosocial needs of individ-
uals living with advanced and metastatic cancers and their
caregivers, qualitative and quantitative studies are needed to
describe their unique psychosocial experiences (eg, depression,
anxiety, uncertainty, fear of death), especially in the context of
receipt of newer cancer therapies. Existing epidemiologic cancer
survivor cohorts may also be leveraged to elucidate how the
psychosocial needs of individuals living with advanced or meta-
static cancer change over time and may be influenced by
changes in prognosis. In addition, innovative interventions and
models of care, such as telepsychiatry and mobile health,
should be explored to improve access to psychosocial services
in historically underrepresented and underserved communities
and address the needs of caregivers. Finally, there is a need to
develop and evaluate interventions to improve coping and ad-
dress both existential and psychosocial needs of individuals liv-
ing with advanced and metastatic cancers and their caregivers.

Health-care Delivery

Evidence Gaps. Follow-up care for cancer survivors requires com-
prehensive approaches including prevention and surveillance
of recurrence and subsequent malignancies, surveillance and
management of physical and psychosocial effects of cancer and
its treatment, and health promotion (18). Previous research
among survivors of early-stage cancers has focused on evaluat-
ing models of care delivery, measuring the quality of care, and
promoting transitions in care. Subject matter experts empha-
sized how survivorship care for individuals with early-stage dis-
ease differed from survivorship care for individuals living with
advanced and metastatic cancer. Given the changing trajectory
of care (ie, cycling on and off therapy, with and without evi-
dence of disease, and between chronic and acute, episodic care),
the fact that these individuals are living longer with their dis-
ease, and the impact of other comorbid conditions, it is not clear

who is, or should be, part of the multidisciplinary team for indi-
viduals living with advanced or metastatic cancer. This situa-
tion is further complicated by a lack of clarity in roles and
responsibilities between various providers (eg, specialty vs pri-
mary care, non-oncology specialists, palliative care, social work,
and other supportive care resources), and issues with commu-
nication and care coordination. In addition, there may be differ-
ences in care based on provider type and care delivery settings
(eg, oncology vs primary care, academic medical centers and
NCI-designated cancer centers vs community oncology practi-
ces and centers). Panelists noted that research is needed to de-
termine optimal models that can be tailored based on the needs
of the survivor and caregiver, the preferences (and availability)
of specific providers and specialists, and health system resour-
ces. Experts also noted gaps in provider knowledge regarding
the long-term impact of living with advanced and metastatic
cancers, as well as uncertainties about how to approach comor-
bidity management for these individuals. Overall, these circum-
stances can contribute to challenges in care coordination
between survivor and provider, and among providers, ulti-
mately placing great burden on survivors to self-manage their
complex care needs. Finally, there is a need to understand and
intervene on financial hardship for individuals living long-term
with cancer, given that the needs may be different based on
changing care trajectories, and there are often high out-of-
pocket expenses for individuals treated with newer therapies.

Key Opportunities. Several opportunities in the area of health-
care delivery were identified. There is a need to understand the
care patterns and health-care utilization for individuals living
with advanced and metastatic cancers. This research may in-
volve novel approaches to leveraging existing datasets and the
development of new data resources. Given the critical and es-
sential role that caregivers of individuals with advanced and
metastatic cancer play in delivering care, it is also necessary to
develop and test optimal care models tailored for this popula-
tion. Caregiver-focused interventions for these populations
should focus on co-symptom management and relationship
and sexual health and account for a longer intervention dura-
tion to address transitions from diagnosis to treatment to peri-
ods of disease stability to end-of-life care. In addition, it is
important to understand the experiences and implications of fi-
nancial hardship among survivors and caregivers and how the
impact is magnified for those diagnosed with or dealing with a
progression to advanced or metastatic disease. Overall, there is
a critical need to develop tailored, innovative, and proactive
models of care, including the delivery of supportive and pallia-
tive care, financial navigation, and related services, as well as
comprehensive follow-up care. To best inform tailored care de-
livery models, it is necessary to prioritize subgroups based on
need, including factors such as current and past therapies, dis-
ease trajectory, and complexity of care (including timing, type
of providers, and comorbidities), and to address transitions in
care. Finally, any research focused on improving health-care de-
livery for this population must acknowledge the myriad demo-
graphic and clinical characteristics that compound existing
disparities in access to care and outcomes (19).

Health Behaviors

Evidence Gaps. Despite the knowledge that practicing certain
healthy behaviors (including physical activity, maintaining opti-
mal weight, and avoiding excess alcohol and tobacco use) may
improve quality of life and/or be associated with survival
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among individuals diagnosed with early-stage cancer (20-25),
panelists noted that it is not clear whether individuals living
with advanced or metastatic cancer receive the same benefits
from these healthy behaviors. In this session, the scientific pre-
sentations focused on 3 health behaviors known to be under-
studied in this population: physical activity, alcohol use, and
sleep. Diet and nutrition were also discussed in the small group
discussion following the presentations. Experts noted the pau-
city of data on health behaviors in individuals living with ad-
vanced or metastatic cancer. They also noted a lack of evidence
regarding the effectiveness of existing recommendations for
healthy behaviors such as physical exercise, alcohol use, weight
management, and sleep for individuals living with advanced or
metastatic cancer (26,27). Several questions emerged during the
session, including the following: 1) What, if any, modifications
to existing health behavior guidelines (eg, Physical Activity
Guidelines for Americans, US Department of Agriculture recom-
mendations for alcohol use and other dietary components or
Centers for Disease Control and Prevention sleep guidance) are
required to improve survivorship outcomes (eg, quality of life)
for individuals with advanced or metastatic cancer? 2) What is
the efficacy of interventions to change and maintain health
behaviors in these populations? 3) Do intervention outcomes
differ in efficacy and feasibility based on type of setting (ie,
within or outside a clinical setting)? The literature is robust
with intervention approaches, models, and frameworks for
health behaviors in other survivor populations (28,29); however,
experts identified gaps in evidence as to whether these can be
extended to individuals living with advanced or metastatic can-
cer and the need for data to inform the best environments to
support positive behavior adoption.

Key Opportunities. Although the discussion focused on physical
activity, alcohol use, and sleep, it is recognized that additional
research is needed for other health behaviors not focused on in
this meeting (eg, tobacco cessation, diet, and nutrition). Overall,
key next steps identified include the need to catalogue existing
resources that have available health behavior data on individu-
als living with advanced or metastatic cancer (eg, cancer survi-
vor cohorts, EHR and claims data, and national surveys) or
could be leveraged to collect such information. These types of
resources could be used to better understand the prevalence of
positive health behaviors and effects on outcomes (eg, quality
of life, physical and emotional functioning) in this population of
cancer survivors. It is also important to develop new resources
that explore innovative methods to capture health behaviors in
clinical research studies, such as wearable technologies. Finally,
a key opportunity is to assess provider practices and preferen-
ces on health behavior discussions with individuals living with
advanced or metastatic cancer to inform clinical guidelines. The
overall goal would be to determine the optimal type, amount,
and frequency of positive health behaviors necessary to main-
tain or improve health outcomes for these populations; deter-
mine their acceptability and feasibility for patients; and
determine how health-care providers and health systems can
support healthy behaviors throughout the care trajectory.

Cross-Cutting Issues

Several areas of synergy emerged in the meeting and subse-
quent discussions. First, to inform research across all 5 scien-
tific areas discussed in the NCI meeting, there is a need to
conduct environmental scans to identify existing research
resources, including databases and ongoing research studies,
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that can be used to investigate research questions pertaining to
advanced and metastatic cancer survivorship. However, resour-
ces with data reflecting the long-term survivorship trajectory in
advanced and metastatic cancer survivor populations are rare.
Thus, there is also a need for prospective studies to examine
changes in treatment patterns, health-care utilization, and
health behaviors, as well as physiological and psychosocial out-
comes, and factors associated with these outcomes.
Information collected in such studies is critical for identifying
survivors at risk for high symptom burden or other adverse out-
comes and is necessary for the development and testing of tar-
geted interventions and care pathways.

A second theme that arose in each scientific area was the
importance of including the survivor perspective in all phases
of research on individuals living with advanced and metastatic
cancer. Although this is true for all survivorship research, the
unique perspectives of individuals living with advanced and
metastatic cancers are essential, especially given the changing
landscape of care for these populations. Engaging survivors in a
systematic and deliberate manner is critical to ensure that the
issues and experiences most important to them are accurately
reflected in priority setting for future research efforts. In addi-
tion, subject matter experts emphasized a need to understand
and address existing health disparities among those living with
advanced or metastatic cancer by including understudied, his-
torically underrepresented and underserved, and vulnerable
populations in studies pertaining to advanced and metastatic
cancer survivorship, as well as collect detailed and comprehen-
sive data on social determinants of health.

Finally, it is widely recognized that caregivers should be in-
cluded in cancer survivorship studies. Several discussions cen-
tered around the paucity of studies focused on the unmet
supportive care needs and supportive interventions for care-
givers of individuals living with advanced or metastatic cancer
and the need for such studies given that these caregivers are of-
ten expected to provide substantial care and may have high lev-
els of burden. Specific research gaps include strategies to
understand these needs and optimally support the caregiver
and survivor dyad through treatment decision making and with
the uncertainty and financial hardship that may result from liv-
ing with advanced or metastatic cancer.

Summary

Over the last decade, advances in treatment, including newer
immunotherapies and targeted therapies, have led to longer
survival times for individuals diagnosed with advanced or met-
astatic cancer (4,5). However, little research has been conducted
to identify their survivorship needs or develop effective ways to
address those needs (6,10). NCI's recent meeting convened
stakeholders, including researchers, clinicians, survivors, and
advocates, to discuss gaps in scientific knowledge and opportu-
nities for research to improve the evidence base. Information
from this meeting led to the identification of key opportunities
for research in 5 scientific areas pertaining to advanced and
metastatic cancer survivorship (Box 1).

Identifying existing resources for conducting research is key
to accelerating the generation of knowledge about this popula-
tion. Several existing resources were mentioned over the
course of the meeting, including the NCI's Surveillance
Epidemiology, and End Results Program, National Clinical
Trials Network, NCI Community Oncology Research Program,
and large ongoing NCI-funded cancer survivor epidemiology
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Box 1. Research opportunities for addressing survivorship needs among individuals living with advanced or metastatic cancer

Epidemiology and surveillance

cancer

Symptom management research

symptom burden

individuals living with advanced and metastatic cancers

Psychosocial research

and symptom management

survivors, and caregivers

advanced and metastatic cancers and their caregivers

Health-care delivery research

comprehensive follow-up care

prognostic communication

comorbid conditions, and complexity of care

Health behaviors research

available or could be collected

advanced or metastatic cancer

cancer survivorship

Cross-cutting issues

pertaining to advanced and metastatic cancer survivorship

making, prognostic uncertainty, and financial hardship

o Develop new approaches and modeling strategies that use data from cancer registries, electronic health records, and other existing
resources to estimate the number of individuals living with metastatic disease and to identify and recruit cohorts of individuals living
with advanced or metastatic cancer to study survivorship in this population

o Leverage existing clinical trial populations for epidemiologic research studies on advanced and metastatic cancer survivorship

Identify and/or develop innovative technologies for capturing, monitoring, and managing symptoms; characterizing treatment changes;

and collecting longitudinal epidemiologic risk factor and outcome data

Investigate the clinical, genomic, and lifestyle factors associated with outcomes among individuals living with advanced or metastatic

o Identify survivors at greatest need for symptom management strategies, based on factors such as types of symptoms experienced and
Describe factors that contribute to symptom burden, including cancer type, treatments, and ability to self-manage

e Understand the trajectory and mechanisms of symptoms, particularly associated with newer therapies
Identify key components of symptom management interventions in survivors of early-stage cancers that can be adapted or tailored to

o Describe the psychosocial and existential needs for individuals living with advanced and metastatic cancer
o Create survivor- and caregiver-centric models of care that address the whole person, especially at the intersection of psychosocial care

Identify strategies to implement prognostic tools into clinical practice and improve prognostic communication between providers,

o Develop and evaluate interventions to improve coping and address both psychosocial and existential needs of individuals living with

o Describe care patterns, including treatments and supportive care needs, throughout the care trajectory

« Investigate unmet needs of caregivers as goals of care and prognosis change

e Understand and intervene to prevent and mitigate financial hardship

o Develop and test innovative models of care, including delivery of supportive and palliative care, financial navigation and services, and

Identify and address provider barriers to delivering quality survivorship care, including comorbidity management, care coordination, and

o Focus health-care delivery interventions on high-need subpopulations based on factors such as treatments received, disease trajectory,

o Identify existing data resources that include individuals living with advanced or metastatic cancer in which health behavior data are

e Develop alternative methods to capture health behaviors in studies and in the clinical setting to enable research and to inform care

o Determine whether intervention approaches, models, and frameworks for health behaviors in other cancer survivor populations can be
extended to individuals living with advanced or metastatic cancer, including those with comorbid conditions

e Assess patient and provider preferences and provider practices on having health behavior discussions with individuals living with

Explore the need for formal feasibility and capacity evaluations to address health behaviors in the context of advanced and metastatic

» Identify existing research resources, including databases and ongoing research studies, that can be used to investigate research questions

Include the survivor perspective in all phases of research on individuals living with advanced and metastatic cancers

Investigate and address disparities among those living with advanced or metastatic cancer by including understudied, underserved, and
vulnerable populations in studies and by collecting detailed and comprehensive data on social determinants of health

o Understand and address the needs of the caregiver and the caregiver and survivor dyad as they relate to issues such as treatment decision

cohorts (https://cedcd.nci.nih.gov). These resources, along
with others not yet identified, may be useful in conducting
much-needed survivorship research among individuals living
with advanced or metastatic cancer. Additionally, NIH has a
variety of funding opportunities that could be used to address
the evidence gaps and next steps identified (30). Finally,
many foundations and advocacy organizations also provide

resources, research funding, and other support for the ad-
vancement of knowledge pertaining to specific metastatic can-
cer populations.

To best address the needs of individuals living with advanced
and metastatic cancer and to deliver comprehensive evidence-
based quality care, research is urgently needed to fill evidence
gaps while incorporating the survivor perspective. Developing an
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evidence base for individuals living with advanced or metastatic
cancer is critical to inform policy and practice. Overall, survivorship
research on individuals living with advanced and metastatic can-
cers has the potential to have high impact on the health and well-
being of this important and understudied population of survivors.
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