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ABSTRACT

PURPOSE People with advanced or metastatic cancer and their caregivers may have
different care goals and face unique challenges compared with those with early-
stage disease or those nearing the end of life. These Multinational Association
for Supportive Care in Cancer (MASCC)-ASCO standards and practice recom-
mendations seek to establish consistent provision of quality survivorship care
for people affected by advanced or metastatic cancer.

METHODS A MASCC-ASCO expert panel was formed. Standards and recommendations
relevant to the provision of quality survivorship care for people affected by
advanced or metastatic cancer were developed through conducting (1) a sys-
tematic review of unmet supportive care needs; (2) a scoping review of cancer
survivorship, supportive care, and palliative care frameworks and guidelines;
and (3) an international modified Delphi consensus process.
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RESULTS A systematic review involving 81 studies and a scoping review of 17 guidelines
and frameworks informed the initial standards and recommendations. Sub-
sequently, 77 experts (including eight people with lived experience) across 33
countries (33% were low- to middle-resource countries) participated in the
Delphi study and achieved 294.8% agreement for seven standards, (1) Person-
Centered Care; (2) Coordinated and Integrated Care; (3) Evidence-Based and
Comprehensive Care; (4) Evaluated and Communicated Care; (5) Accessible and
Equitable Care; (6) Sustainable and Resourced Care; and (7) Research and Data-
Driven Care, and 284.2% agreement across 45 practice recommendations.

CONCLUSION Standards of survivorship care for people affected by advanced or metastatic
cancer are provided. These MASCC-ASCO standards support optimization of
health outcomes and care experiences by providing guidance to stakeholders
(health care professionals, leaders, and administrators; governments and
health ministries; policymakers; advocacy agencies; cancer survivors and
caregivers). Practice recommendations may be used to facilitate future research,
practice, policy, and advocacy efforts.

Additional information is available at www.mascc.org, www.asco.org/standards
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and www.asco.org/survivorship-guidelines.

INTRODUCTION

There is an emerging population of people with advanced or
metastatic cancer"? (ie, solid or hematologic malignancies
that are treatable yet predominantly incurable**) who are
likely to have different care goals and face unique care
challenges compared with those with early-stage or local-
ized disease or those nearing the end of life.5>-7 The complex
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nature of advanced or metastatic cancers and their treatment
sequelae is exemplified by varied disease trajectories that
include periods of disease stability, disease progression with
the potential for further therapy, and possibility of sudden
transition to end-of-life care.”® Significantly higher phys-
ical, financial, spiritual, and psychosocial symptom burden
results, with advanced or metastatic cancer survivors and
caregivers thus engaging with the health care system at a
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THE BOTTOM LINE

Survivorship Care for People Affected by Advanced or Metastatic Cancer: MASCC-ASCO Standards and Practice
Recommendations

Research Question

What are the standards for quality advanced or metastatic cancer survivorship care?
Target Population

People affected by advanced or metastatic cancer (ie, cancer survivors and caregivers).
Target Audience

(1) Health care professionals across disciplines, (2) health care leaders, administrators, and management, (3) ad-
vanced and metastatic cancer survivors and caregivers, and (4) governments, health ministries, and policymakers

Methods

An Expert Panel was convened to develop standards based on (1) a systematic review of unmet needs, (2) a scoping
review of cancer survivorship, supportive care, and palliative care frameworks and guidelines, and (3) an international
modified Delphi consensus process.

Quality Survivorship Care Standards and Practice Recommendations
1. Person-Centered Care

To recognize people affected by advanced or metastatic cancer as individuals with agency and partners in cancer
care, who are served by, and participate in, trusted health systems that respond to their unique needs (eg, physical,
psychosocial, health systems, information, financial, fertility, sexual, spiritual, and relationships) in humane and
holistic ways in collaboration with health practitioners and health care organizations in the public, private, and not-for-
profit health and related sectors.

People affected by advanced or metastatic cancer (ie, cancer survivors, caregivers, and family members):

1.1. are screened and routinely evaluated for supportive care needs and unmet needs, followed by conversations with
appropriate specialists or health care professionals toward effectively addressing these needs.

1.2. receive survivorship care planning responsive to their clinical and personal needs that is regularly reviewed.

1.3. receive survivorship care with consideration of person-reported experience and outcome measures as negotiated.

1.4. are offered self-management strategies, self-management support, and education with consideration of their self-
management capacity and health literacy.

1.5. have their goals of care, life goals, and personal agency respected and supported through shared decision-making.

1.6. have their financial needs evaluated, discussed, and addressed (where appropriate) throughout their care.

2. Coordinated and Integrated Care

To provide people affected by advanced or metastatic cancer with continuity of care, coordination of care, and
integration of health services (eg, medical specialists, nursing, primary care, and allied health) across survivorship and
palliative care phases, that facilitates efficient, innovative, and responsive ways of engaging the health workforce to
optimally manage people affected by advanced or metastatic cancer.

People affected by advanced or metastatic cancer (ie, cancer survivors, caregivers, and family members):

2.1. are provided with patient navigation support to facilitate access to appropriate care and care coordination.

2.2. receive early referrals to multidisciplinary and interprofessional supportive care services.

2.3. are provided with a team-care approach between medical specialists, nursing, primary care, and allied health
professionals.

2.4. receive timely referral to specialist palliative care (depending on needs evaluated using palliative need assessment
tools) for assessment, management, or comanagement from diagnosis.

2.5. are offered models of care that best suit their needs and preferences (eg, specialist-led, nurse-led, shared-care,
primary care—led, supported self-management).

2.6. are offered a care plan to facilitate transition of care when there is a change in place of care or cancer center
providing care.

2.7. are offered models of peer support through support groups (online or face-to-face) and other community-led
organizations

(continued on following page)
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THE BOTTOM LINE (CONTINUED)

3. Evidenced-Based and Comprehensive Care

To provide up-to-date evidence-based clinical best practice and comprehensive supportive care programs for all
people affected by advanced or metastatic cancer, that are informed and supported by ongoing professional de-
velopment of health care professionals, and education programs delivered to cancer survivors, caregivers, admin-
istrators, and health care professionals.

People affected by advanced or metastatic cancer (ie, cancer survivors, caregivers, and family members):

3.1. receive care practices, innovations, and improvements that are translated from and informed by research according
to their local context in a culturally sensitive way.

3.2. receive information on evidenced-based supportive care strategies to address their survivorship care needs.

3.3. actively encouraged and supported in decision-making to promote health, manage disease, and reduce distress.

3.4. receive multidisciplinary and interprofessional care that seeks to prevent or manage morbidities associated with
cancer treatment.

3.5. are treated by health care professionals (cancer specialists and noncancer specialists) who integrate new evidence
regarding supportive care and issues into their practice through ongoing professional development and education.

3.6. are treated as active contributors to the content of professional development and education materials for health
care professionals.

4. Evaluated and Communicated Care

To deliver routine and systematic evaluation and monitoring of supportive care needs, underpinned by established
multilateral communication between all health care professionals, and people affected by advanced or metastatic
cancer, that is timely, clear, effective, respectful, and appropriate (ie, information and language suitable for the
intended end-user), and facilitates conduct, delivery, and dissemination of clinical and supportive care evaluations to
optimize quality survivorship care to people affected by advanced or metastatic cancer.

People affected by advanced or metastatic cancer (ie, cancer survivors, caregivers, and family members):

4.1. are systematically assessed and routinely reassessed for supportive care interventions and referral (as required).

4.2. are supported with clear and timely communication processes, adopted by and between their health care providers.

4.3. receive objective and subjective evaluations and monitoring of supportive care needs, outcomes, and experiences,
that incorporate health care provider, cancer survivor, and caregiver perspectives.

4.4. have secure medical records (electronic or paper-based) accessible on-demand by their specialists, primary care,
and allied health, where appropriate.

4.5. are embedded in health care settings that engage in service evaluations and quality improvement activities.

5. Accessible and Equitable Care

To ensure models of cancer survivorship care are accessible (ie, affordable, acceptable, available, and appropriate)
and equitable for all people affected by advanced or metastatic cancer, so that quality of care does not vary because
of personal factors (ie, age, gender, geography, ethnicity, sexuality, language, physical or cognitive disability), cultural
factors, or religious factors.

People affected by advanced or metastatic cancer (ie, cancer survivors, caregivers, and family members):

5.1. are offered, and provided, with consistent and high-quality survivorship care regardless of their personal factors.
5.2. have their cultural needs acknowledged and respected within their supportive care, inclusive of language needs.
5.3. have their spiritual needs acknowledged and respected within their supportive care, inclusive of religious beliefs.
5.4. are offered care modalities and models that optimize accessibility and safety (ie, telehealth, virtual, hybrid, and face-to-
face).
5.5. receive supportive care options that are innovative, inclusive, and targeted toward eliminating care disparities.
5.6. are provided information about, and facilitated to connect with consumer groups, support networks, and orga-
nizations that advocate for accessible and equitable care.
(continued on following page)
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THE BOTTOM LINE (CONTINUED)

5.7. are supported by specified personnel within cancer centers and other care organizations (eg, financial navigators or
social workers) to access financial and legal assistance and guidance in financial literacy.

6. Sustainable and Resourced Care

To ensure models of cancer survivorship care are sustainably designed and implemented to underpin high quality
value-based care delivered in a cost-effective yet clinically meaningful manner for people affected by advanced or
metastatic cancer. This includes the support for hospital and health care systems providing quality cancer survi-
vorship care to be well resourced (ie, human resources, equipment, facilities, and leadership).

People affected by advanced or metastatic cancer (ie, cancer survivors, caregivers, and family members):

6.1. receive value-based supportive care incorporating a stepped-care approach, matching intensity and acuity of needs
and the level of care available and required.

6.2. receive care in settings that are properly resourced to provide ongoing quality cancer survivorship care.

6.3. receive supportive care from services that undergo routine evaluation and re-evaluation at all organizational levels.

6.4. are embedded in health care settings with leadership that value, support, facilitate, and invest in supportive care.

6.5. receive appropriate-quality supportive care using a resource-stratified approach.

6.6. have access to care interventions and models that are clinically effective and cost-effective within the local health
context supported by adequate financial investment.

7. Research and Data-Driven Care

To provide quality and efficiency in cancer survivorship care for people affected by advanced or metastatic cancer
through well-designed and properly funded multidisciplinary research, together with established systems for local,
national, and large-scale international data capture and information sharing through mutual informed consent. This
seeks to optimize global capacity to share knowledge, data, and expertise that addresses unique and complex issues
facing people affected by advanced or metastatic cancer.

People affected by advanced or metastatic cancer (ie, cancer survivors, caregivers, and family members):

7.1. are included in the codesign of clinical trials and research studies in cancer care.

7.2. are included as participants of research trials focused on addressing cancer care.

7.3. are informed of, and supported to access, all eligible and available clinical trials.

7.4. are supported back to clinical and community care after completion or withdrawal from clinical trials.

7.5. are evaluated using standardized cross-cultural tools (where available) to promote harmonized data capture and
facilitate global data sharing and collaborations.

7.6. have their experience, treatment, and outcome data routinely captured, and consistently reported and recorded.

7.7. benefit from appropriate and equitable levels of financial and other investments into cancer care and survivorship
research.

7.8. can provide informed consent for, and facilitate having, their deidentified and harmonized supportive care data
placed in data repositories for future research exploration and future health service improvement evaluations.

Additional Resources

More information, including slide sets, and clinical tools and resources, is available at www.mascc.org,
www.asco.org/standards and www.asco.org/survivorship-guidelines. Patient information is available at
www.cancer.net.

higher frequency and intensity than those with early-stage
disease.®? Despite continually improving outcomes, people
with advanced or metastatic cancer may be intentionally or
inadvertently denied quality survivorship care that has be-
come emphasized for those living with and beyond curable
cancers. These individuals may therefore not be offered (or
may feel excluded from) survivorship services within set-
tings that have finite resources, and/or those that may not
feel equipped to provide such services.'* Additionally, these
individuals also face high uncertainty about their future, as
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well as stigma and discrimination associated with the ad-
vanced nature of their disease,” requiring unique services
and targeted resources for their needs. Given the diverse
unmet needs of advanced or metastatic cancer survivors and
their caregivers* across psychological, physical, daily living,
financial, health system information, as well as care and
support domains, there is an increasing demand for high-
quality survivorship care to meet the unique needs of this
growing population.>® Although several guidance docu-
ments exist to improve cancer survivorship care, these
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emphasize the post-treatment phase*> and do not address
the unique needs of people affected by advanced or me-
tastatic cancer. Furthermore, while priority indicators of
quality care for adolescents and young adults with advanced
cancer have recently been developed,'® these are not tran-
scendent to the broader advanced or metastatic cancer
population, do not include caregivers, and are not focused on
survivorship care.

There have been recent calls to advance clinical care, re-
search, policy, and practice in advanced or metastatic cancer
survivorship, as well as the establishment of key priority
areas to improve care and outcomes for cancer survivors and
caregivers.>® In 2011, ASCO released a statement'” advo-
cating for an individualized approach to clinical discussions
and the provision of care for people affected by advanced
cancer, emphasizing the need for improved communication,
disease-directed and supportive care options, and further
research in advanced cancer care. Years later, in 2019,
Langbaum and Smith® highlighted the urgent need for re-
searchers to address the social, psychological, spiritual, and
financial impact of survivorship for those with incurable
cancer and called for the focused study of metastatic cancer
survivorship. The National Cancer Institute (NCI) identified
gaps and opportunities for targeted survivorship research
among advanced and metastatic cancers, including the de-
velopment and assessment of purpose-built models of
comprehensive survivorship care.® In alignment with this,
Smith et al’ called for research within advanced or metastatic
cancer survivorship to ensure survivorship services, models
of care, and guidelines are diverse and inclusive, rather than
only for those who have completed curative-intent treat-
ment. Smith et al” further emphasized the importance of
recognizing the complexity of the supportive care needs of
those with advanced or metastatic cancer and their care-
givers, including the extensive need for psychosocial and
practical care. This year, Lai-Kwon et al®* mapped metastatic
cancer survivorship to clinical care, policy, and research
domains, providing six themes canvassing advanced or
metastatic cancer, from recommendations by the 2006 In-
stitute of Medicine landmark report, From Cancer Patient to
Cancer Survivor: Lost in Transition'® and 2013 report, Delivering
high-quality cancer care: charting a new course for a system in
crisis®: (1) advocacy and policy, (2) communication and care
coordination, (3) system capacity and health care delivery, (4)
defining, measuring, and managing quality, (5) addressing
inequality, and (6) research. Lai-Kwon et al® concluded that
current survivorship care systems are not designed to provide
optimal care for people affected by advanced or metastatic
cancers. Thus, developing standards of quality survivorship
care for advanced or metastatic cancer survivors and their
caregivers with broad stakeholder engagement and actionable
practice recommendations is a priority.®-®

The aim of this joint effort between the Multinational As-
sociation for Supportive Care in Cancer (MASCC) and ASCO
was to develop standards for quality survivorship care of
people affected by advanced or metastatic cancer. The
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standards seek to support the optimization of care experi-
ences and health outcomes for these people by providing
core recommendations to key stakeholders, including health
care professionals, hospital and health service administra-
tors, governments, policymakers, and cancer survivors and
caregivers that are expected to appropriately inform clinical
care, research, policy, and advocacy around cancer survi-
vorship care for those with advanced or metastatic cancer.

METHODS
Standards Development Process

These standards and practice recommendations were de-
veloped by a multidisciplinary and international Expert
Panel from MASCC and ASCO broadly representing various
disciplines of cancer care, including cancer specialists (on-
cologists, hematologists, and oncology nurses), palliative
care physicians, primary care physicians, allied health
professionals, organizational leaders, and distinctly sought
and incorporated the perspectives of people with lived ex-
perience of advanced or metastatic cancer (Data Supple-
ment, Table A2, online only). Specifically, these standards of
quality survivorship care for people affected by advanced or
metastatic cancer and practice recommendations were de-
veloped through (1) a systematic review of the unmet sup-
portive care needs for people with advanced or metastatic
cancer and their caregivers; (2) a scoping review of prom-
inent cancer survivorship, palliative care, and supportive
care frameworks and guidelines by leading cancer organi-
zations worldwide; and (3) the completion of an interna-
tional modified Delphi consensus process.

Systematic and Scoping Review

Standards and practice recommendations were initially de-
veloped through a synthesis of literature including a high-
quality systematic review* of unmet needs for people affected
by advanced or metastatic cancer that was conducted by ex-
perts from MASCC and ASCO. This systematic review included
85 papers representing 81 unique studies across solid tumors
(37%; n = 30), hematologic malignancies (25%; n = 20), and
mixed or unspecified cancer types (38%, n = 31) involving
cancer survivors and caregivers. In addition, a scoping review
was conducted across 17 key cancer survivorship and palliative
care frameworks, guidelines, or statements published by
leading cancer organizations, including ASCO, Canadian
Cancer Research Alliance, Cancer Australia, Clinical Oncology
Society Australia, European Society of Medical Oncology,
Lancet Oncology Commission, LIVEStrong Essential Elements
of Survivorship Care, National Academy of Medicine, National
Comprehensive Cancer Network, National Cancer Center Ja-
pan, NCI, and Palliative Care Australia.®**-1517,20-30

Establishing Consensus

International experts in the field of cancer care for people with
advanced or metastatic cancer were identified through MASCC
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and ASCO membership, and through snowball recruitment by
MASCC and ASCO Expert Panel, ensuring representation
across clinical areas of expertise and the inclusion of patient
advocates, with an a priori recruitment target of 60 partici-
pants globally with consideration of overrepresentation or
underrepresentation of disciplines, countries, and cancer
survivors or caregivers (Data Supplement, Table A1). A
modified online Delphi method (Data Supplement, Figure A2)
was used to capture levels of agreement through a structured
consensus process that systematically used high-quality
literature and opinion of key stakeholders to reach levels of
agreement (a priori 280% of agree or strongly agree). Ethics
approval was provided by the Flinders University Human
Research Ethics Committee (ID: 4999-HART). Informed
consent was obtained from all study participants.

Harmonizing Definitions

These MASCC-ASCO standards have been developed for
multinational implementation by a global audience and
stakeholders worldwide. It was therefore important to en-
sure unified definitions and terminology were adopted by the
MASCC-ASCO Expert Panel, as well as the international
experts recruited to the Delphi consensus process.

Advanced cancer was broadly defined as any solid or he-
matologic malignancy unlikely to be cured or controlled with
treatment,>* whereas metastatic cancer was defined as the
de novo or recurrent diagnosis of any cancer where the
primary tumor has spread beyond its origin to a distant
organ or tissue,®3' recognizing these are not mutually ex-
clusive terms (ie, some cancers may be advanced but not
metastatic as is the case among many hematologic and CNS
malignancies; some cancers may be metastatic but not ad-
vanced as is often the case for metastatic testicular cancer
and potentially metastatic melanoma treated with curative
intent; and some cancers may be both advanced and me-
tastatic such as metastatic prostate or breast cancer). These
definitions were required as no commonly agreed paradigm
exists for some advanced cancers owing to their vast het-
erogeneity of diseases, treatment options, outcomes, disease
trajectories, and life expectancies.*3>

For these MASCC-ASCO standards of survivorship care, it
was acknowledged that survivorship parallels between
advanced or metastatic cancers exist, regardless of whether
diagnosed de novo or as a result of recurrence or disease
progression (ie, advanced or metastatic cancers can have
indolent disease trajectories; periods of disease stability;
periods of disease progression with the potential for fur-
ther treatment; and sudden transitions to end-of-life
care*®), and are therefore also congruent with the ad-
vanced or metastatic phase of cancer survivorship® as
defined by the NCI (see Data Supplement, Figure A1).
Supportive care was defined in accordance with MASCC, as
care provision that seeks to prevent and manage adverse
effects of cancer and treatment, including the management
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of physical and psychological symptoms and side effects
across the cancer continuum, from diagnosis through
treatment to post-treatment care, with the aim to improve
the quality of rehabilitation, secondary cancer prevention,
survivorship, and palliative and end-of-life care.33 As such,
palliative and end-of-life care was also defined in accor-
dance with MASCC as a specialist subset of supportive care
that seeks to address serious health-related suffering due
to the presence of severe illness, especially for those near
the end of life.33:34

Standards and Conflicts of Interest

MASCC-ASCOQ’s Expert Panel was assembled in accordance
with ASCO’s Conflict of Interest Policy Implementation for
Clinical Practice Guidelines (“Policy,” found at https://
www.asco.org/guideline-methodology). All members of
the Expert Panel (as authors of the standards) completed
ASCO’s disclosure form, which requires disclosure of fi-
nancial and other interests, including relationships with
commercial entities that are reasonably likely to experi-
ence direct regulatory or commercial impact because of
promulgation of the developed standards. Categories for
disclosure include employment; leadership; stock or other
ownership; honoraria, consulting or advisory role;
speakers’ bureau; research funding; patents, royalties,
other intellectual property; expert testimony; travel, ac-
commodations, expenses; and other relationships. In ac-
cordance with the Policy, most Expert Panel members did
not disclose any relationships constituting a conflict under
the policy.

Standards Disclaimer

The Standards published herein are provided by the Mul-
tinational Association for Supportive Care in Cancer
(MASCC) and ASCO Inc to assist providers in clinical de-
cision making. The information herein should not be relied
upon as being complete or accurate, nor should it be
considered as inclusive of all proper treatments or methods
of care or as a statement of the standard of care. With the
rapid development of scientific knowledge, new evidence
may emerge between the time information is developed and
when it is published or read. The information is not con-
tinually updated and may not reflect the most recent
evidence. The information addresses only the topics spe-
cifically identified therein and is not applicable to other
interventions, diseases, or stages of disease. This infor-
mation does not mandate any particular course of medical
care. Further, the information is not intended to substitute
for the independent professional judgment of the treating
provider, as the information does not account for individual
variation among patients. MASCC and ASCO provide this
information on an “as is” basis and make no warranty,
express or implied, regarding the information. MASCC and
ASCO specifically disclaim any warranties of merchant-
ability or fitness for a particular use or purpose. MASCC and
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ASCO assumes no responsibility for any injury or damage to
persons or property arising out of or related to any use of
this information, or for any errors or omissions.

RESULTS

A total of 77 participants (>10% were people with lived
experience) across 33 countries (33% were low- to
middle-resource countries) achieved 294.8% agreement
for seven standards and 284.2% agreement across 45
practice recommendations. Demographic characteristics
of participants in are presented in the Data Supplement
(Table A1), with levels of agreement for each standard and
practice recommendation presented in the Data Supple-
ment (Table A3). The full list of MASCC-ASCO Standards
and Practice Recommendations is provided in The Bottom
Line box.

Standards of Survivorship Care for People Affected by
Advanced or Metastatic Cancer

Standard 1: Person-Centered Care

Providing person-centered, survivorship care empowers
people affected by advanced or metastatic cancer to have
agency and be active partners in their care. This approach
should facilitate active collaboration with trusted health care
systems and practitioners who assess and respond to the
unique needs of cancer survivors and caregivers, respectively.
Embedded within a person-centered approach, survivorship
care and unmet needs must be regularly assessed and
addressed as these fluctuate over time.»>1:14:2425,283536 Areas of
increased need for people affected by advanced or metastatic
cancer are particularly identified in the financial, health
system and information, psychological, and physical and daily
living domains of supportive care.*>'424253¢ Survivorship care
planning and discussions should use a written plan and ideally
consider both clinical and personal needs and be regularly
reviewed. This approach enhances adherence to care recom-
mendations, communication with providers, and overall
satisfaction with care.”"'420-2224,25.35,37,38 While existing liter-
ature has not shown the necessary evidence that survivorship
care plans improve clinical outcomes,39-4* cancer survivors and
caregivers continue to value, and report benefit from such
documents, supporting their use.*>"*4 To facilitate person-
centered care, a written survivorship care plan is considered
fundamental for this subpopulation of cancer survivors that
may have evolving treatment recommendations, treatment
toxicities, and other health care needs that must be com-
municated in an ongoing fashion to multiple providers. Future
research addressing the unique person-centered outcomes of
survivorship care plans specifically for those with advanced or
metastatic cancer is needed. In addition, self-management
implemented with support and education that is tailored to
capacity (including cognitive function; eg, among those with
primary brain cancer or those with metastatic cancer to the
brain) and health literacy is an additional powerful lever for
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achieving personalized high-quality cancer care, particularly
for people with disease that requires complex and ever-
changing regimens.""417:2025,26,37,38.45-47 n the context of
person-centered care for those with advanced or metastatic
cancer, it is imperative to respect and support the goals and
personal agency of survivors and their caregivers through a
collaborative and shared decision-making process. Taking
this approach ensures alignment with personal preference,
despite having advanced or metastatic cancer, to have an
active role in their cancer care and survivorship care
provision.®128:354849 However, the fluidity of preferences
must be taken into consideration for people who may be
facing progression of disease, changes of treatment regimen,
and declines in overall health status and self-management
capabilities. Hence, survivorship care should incorporate
person-reported outcome and experience measures that are
routinely used to facilitate active cancer survivor and caregiver
engagement and voices in shared decision-making and self-
management strategies.!!424252850,51

Standard 2: Coordinated and Integrated Care

Continuity of care, care coordination, and the seamless in-
tegration of health services throughout survivorship phase
are fundamental to best manage people affected by advanced
or metastatic cancer. As care for these people may be more
complex and involve additional health care providers in
different disciplines and health care settings, providing
patient navigation support is instrumental to facilitate ac-
cess to appropriate and enduring care and care coordination
through individualized assistance to overcome health care
system barriers.>?%29:52755 Patient navigation not only im-
proves cancer survivor and caregiver outcomes and satis-
faction, but also yields economic and resource benefits,
including reductions in emergency department visits, hos-
pitalizations, and staff utilization.> An integrated team-care
approach involving specialists, nursing, primary care, social
workers, and allied health with early referral to multidis-
ciplinary and interprofessional supportive care services
significantly improves the timely coordination and delivery
of quality care.!>1420,21,24-26,36,49,56-58 Thjg also includes
timely referral to specialist palliative and end-of-life care
based on needs, which is associated with improved quality of
life, psychosocial outcomes, physical symptoms, and period
of survival.'9:24-26.48:57:58 In addition, people affected by ad-
vanced or metastatic cancer often are, or feel, excluded from
existing survivorship programs and resources; and may also
not feel “celebrating survivorship” resonates with their
experiences; thus, should be offered models of peer support,
such as support groups and other community-led organi-
zations specifically targeting this patient population. These
opportunities for informational support, shared experience,
learning from others with similar experiences and disease
trajectories, and cultivating coping strategies having posi-
tive impacts on psychological outcomes and personal
empowerment.>>% Lastly, different models of care have
equivalent effectiveness for managing physical and
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psychosocial outcomes, and thus the model of care provided
should be chosen based on the individual needs and pref-
erences of people affected by advanced or metastatic cancer
within various resource settings.'>'3:17:28:36,51,61.62 In order to
fulfill the needs of this population of cancer survivors and
caregivers, building bridges and promoting close collabo-
ration between survivorship, supportive care, and palliative
care clinicians and programs is needed.

Standard 3: Evidence-Based and Comprehensive Care

People affected by advanced or metastatic cancer should not
only receive the most up-to-date, evidence-based, best
practice treatment, but also be provided with access to
comprehensive survivorship care programs''31420.2563 that
continue to evolve their approach as guided by evidence. This
dual approach ensures that care encompasses the broad
spectrum of support required to address the multifaceted
challenges experienced by people with advanced or me-
tastatic cancer and their caregivers. Further, evidence-
based and comprehensive care with multidisciplinary
involvement plays a pivotal role in actively encouraging
and supporting informed decision making, ultimately
improving health and disease management as well as
distress reduction.®:1:1214:20,25,28,48,57 [t g a]so fundamental
that evidence-based practice encompass culturally sen-
sitive care and information on supportive care strategies
that isnot only derived from and informed by research, but
also tailored to be relevant to the local context of those
receiving care.®'2528:35.63 pepgple with different cultural
backgrounds may manage uncertainty of their disease,
referral to specialist palliative care, and ultimately end-
of-life discussions differently.®~°> To facilitate continual
best-practice, evidence-based care provision, it is also
integral that survivorship care programs for people af-
fected by advanced or metastatic cancer are informed by
the ongoing professional development of health care
professionals, with education programs to be delivered to
all stakeholders.!13:24726,29,31.63,66 Guch education should
include content and updates on the changing landscape of
treatment and survival outcomes and cover the range of
biopsychosocial issues people affected by advanced or me-
tastatic cancer are prone to experience. Health care systems
must address the significant barrier of resource allocation,
ensuring that adequate resources are available to support staff
in their ongoing educational pursuits,*'37:24726,29,31.63,66 par—
ticularly in addressing the needs and specifically inviting
participation of and taking into account the perspectives of
those with advanced or metastatic cancer. Their lived
experiences enhance the relevance and effectiveness of ed-
ucational material for the cancer survivors and their
caregivers.41317:28:29,66,67

Standard 4: Evaluated and Communicated Care
Ensuring the routine and systematic evaluation and

monitoring of supportive care needs, along with appro-
priate referral to relevant survivorship care services and
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health care professionals, requires a foundation of estab-
lished, multidirectional communication among all health
care professionals and people affected by advanced or
metastatic cancer.''>1%17:20,21,24-26 Thjg holistic evaluation
approach aids identifying the full spectrum of challenges
experienced by this population, and aids tailoring and
delivering quality cancer survivorship care. Moreover, ef-
fective communication in this context should be timely,
clear, effective, respectful, and appropriate. However, it is
essential to acknowledge and address barriers that impede
optimal communication in service provision, particularly
for people with metastatic and advanced cancer and their
caregivers, such as insufficient training in communication
skills, time constraints, and inadequate systems to support
eliciting and documenting communication.**47:20:25.5! For
example, while oncologists may be comfortable commu-
nicating with those with early-stage cancers and have had
training to communicate with those nearing the end of life,
it is important that there is additional training for clinicians
to address survivorship care needs for people living with
advanced or metastatic cancer. In addition to patient-
clinician communication, to enable timely communica-
tion and collaboration between health care providers, se-
cure medical records should also be accessible on
demand.'7:?129:68:69  Continual service evaluations and
quality improvement activities, including the integration of
emerging technologies such as artificial intelligence,
should also be embedded in health care settings to optimize
communication and care delivery.'»32:63,7° Ongoing com-
munication, as outlined earlier, with the entire health care
is particularly crucial when treatment is complex, evolving,
and involves multiple clinical specialists and disciplines.

Standard 5: Accessible and Equitable Care

Ensuring models of cancer survivorship care are not only
comprehensive, but also accessible (ie, affordable, accept-
able, available, and appropriate) and equitable for all people
affected by advanced or metastatic cancer is paramount to
ensuring quality care does not vary due to personal, cultural,
or religious factors.%'3:26:28,29,35,51,53,71,72 Pegple with advanced
or metastatic cancer are more likely to experience financial
toxicity that may deter them from accessing care.’>-7> Health
workforce diversity and cultural awareness training, as well
as the development and provision of culturally and lin-
guistically appropriate resources, can empower health care
professionals to better understand and cater to the unique
needs of diverse cancer survivor and caregiver populations.
Further, the development of health equity metrics for
continual service evaluation and improvement can assist in
ensuring supportive care options are innovative, inclusive,
and targeted toward eliminating disparities.?328:29,5:53,7472 [t
is essential to recognize that some people, particularly those
with advanced or metastatic cancer, have increased spiritual
support needs and when these needs are unmet, spiritual
pain and distress can be exacerbated.4'326:29,357472 Further-
more, the design and choice of care modalities and care
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models should prioritize the optimization of accessibility
and safety, utilizing telehealth, virtual clinics, and hybrid
modes, each of which have been proven effective in
optimizing cancer survivor outcomes while also potentially
reducing costs, particularly for cancer survivors and care-
givers in rural and remote communities.!429:355153,70,76-79
Leveraging these approaches expands the reach of care
and ensures that geographical barriers do not limit access to
quality services, ultimately promoting equitable care. Fi-
nally, people affected by advanced or metastatic cancer who
may face challenges and discrimination in fully or partially
returning to work or previous work capacity should also be
supported to access consumer groups and support networks
that actively advocate for accessible and equitable care as
well as specific personnel within organizations to access
employment, financial, and legal assistance (eg, financial
navigators, social workers, or legal practitioners).>1:29:53:80-82

Standard 6: Sustainable and Resourced Care

Provision of ongoing high-quality cancer survivorship care for
people affected by advanced or metastatic cancer necessitates
a sustainable and adequately resourced approach. Supportive
care should utilize a stepped-care and resource-stratified
approach that first offers the least resource-intensive care
that aligns with needs and available resources of the
context of service provision and those receiving care. This
need-based and value-based approach minimizes resource
burden while also associated with notable reductions in
distress and disease burden.?>:3549:57:69,72,83-86 Qyryivorship
care interventions and models for advanced or metastatic
cancer should be cost-effective yet clinically meaningful
and supported by adequate financial investment regardless
of the types of health systems.1+57:61,63,70,76,87,88 Heglth care
settings providing survivorship care need to be properly
resourced to enable the provision of high-quality ongoing
survivorship care for people affected by advanced or me-
tastatic cancer. Intentional planning for support services
across the cancer care continuum for those with metastatic
and advanced cancer is essential and should be facilitated.
In doing so, all relevant care settings (eg, cancer centers,
community) need to be provided with appropriate levels of
human resources, equipment, facilities, as well as leader-
ship who value, support, facilitate, and appropriately invest
in survivorship care.'»6»:86-88 Continual evaluation of these
services is important to ensure sustainability and to show
positive return on investments to advocate for further
investment in survivorship care for people affected by
advanced or metastatic cancer.'5460,67,84-86

Standard 7: Research and Data-Driven Care

Well-designed and properly funded multidisciplinary research
is integral to improving the quality and efficiency of cancer
survivorship care for people affected by advanced or metas-
tatic cancer.5®17:23:2428.29 Tg enable population-wide surveil-
lance of the incidence and prevalence of people with advanced
or metastatic cancer (de novo metastatic or recurrent disease
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progression), cancer registries must be established or
expanded.»®-92 Active involvement of people affected by
advanced cancer in the codesign of research is critical to better
meet the needs of end-users and enhance the rigor, relevance,
reach, and impact of survivorship research.5-8:23:24:28,29,93,94 Tig
enhance accessibility of high-quality survivorship care for this
population, research trials should broaden eligibility criteria to
explicitly include people affected by advanced or metastatic
cancer in clinical trial design and proposed survivorship care
research questions, rather than focusing solely on earlier-
stage disease postcurative-intent treatment; address bar-
riers to enrollment and participation at all system levels; and
consider the potential use of patient navigators or other fa-
cilitators needed to promote knowledge of, entry into, and
transition out of cancer clinical trials as appropriate.?.2829.67.94
To facilitate harmonized data capture, global collaborative
sharing of data, and use of data repositories for future re-
search, it is important to constantly and accurately record
experience, treatment, and outcome data in clinical trials
using standardized cross-cultural assessment tools, where
available.*6:17:20:23,24,28,29,67,70,72,95-100. Apother critical factor to
consider in advanced or metastatic cancer survivorship re-
search is how participants are supported in their transition
back to clinical and community care following clinical trial
participation. Participants transitioning out of cancer trials
have reported heightened symptoms and emotions as well as
salient awareness of their limited remaining lifespan and care
options.78%941°4192 Tg enhance survivorship care for people
affected by advanced or metastatic cancer, high-quality co-
ordinated research is required. Ensuring appropriate and
equitable investments into advanced or metastatic cancer
survivorship research is crucial, highlighting the ongoing
need for continual funding opportunities in this specific
population of cancer survivors and caregivers.6-23242829

DISCUSSION

In response to calls for improved advanced or metastatic
cancer survivorship care, this joint MASCC-ASCO effort
developed standards and practice recommendations for
the consistent provision of quality survivorship care of
people with advanced or metastatic cancer and their
caregivers. Using a comprehensive and systematic pro-
cess, seven standards comprising 45 practice recom-
mendations were developed. These standards provide
guidance to key stakeholders including health care pro-
viders and professionals; health care leadership, admin-
istrators, and managers; governments, health ministries,
and policymakers; as well as cancer survivors and care-
givers. These standards enable these stakeholders, in
various contexts, to plan, prepare, provide, resource,
fund, and advocate for the delivery of high-quality sur-
vivorship care for people affected by advanced or me-
tastatic cancer. Furthermore, these standards and practice
recommendations are consistent with, and complemen-
tary to, other existing ASCO standards and guidelines that
are listed under the Related ASCO Guidelines and Stan-
dards section.
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There has been tremendous progress made in the recog-
nition of quality cancer survivorship care, leading to the
improvements in clinical care, growing research, devel-
opment of specialized programs, and ongoing advocacy for
policy changes. However, much of this effort has centered
around cancer survivors who have completed cancer
treatment. The unique and often complex cancer survi-
vorship needs of those living with advanced or metastatic
cancer have not been adequately addressed. Recognizing
disparate health systems, availability of resources, and
workforce capacities worldwide, these MASCC-ASCO
standards and practice recommendations for survivorship
care were developed to address existing gaps and to help
promote clinical care, research, and policy specifically
targeting this growing population of people affected by
advanced or metastatic cancer. Indeed, the standards and
recommendations outlined are designed to support local
planning and implementation efforts within various re-
source constraints by allowing prioritization within the
local context of the stakeholder, and through facilitating
identifiable areas for investment, development, future
directives, and decisive actions by key stakeholders. Clinical
resources should be developed to support the integration of
these standards and practice recommendations by stake-
holders, including clinician toolkits, continuing medical
education, training, and other resources.’>*>'7 Global dis-
semination, implementation, and evaluation of the
MASCC-ASCO standards and practice recommendations for
quality survivorship care of people affected by advanced or
metastatic cancer will benefit from establishing resource-
stratification frameworks, clinician and cancer survivor
materials for use and engagement (promoting patient-
clinician communication in accordance with ASCO’s con-
sensus guideline'?3), as well as language translations and
cultural adaptations. This ensures the MASCC-ASCO
standards can be used across regions around the world and
thus guide advanced or metastatic survivorship care and
research globally.

In conclusion, the MASCC-ASCO standards have been
developed to promote provision of high-quality,
evidence-based survivorship care for people with ad-
vanced or metastatic cancer and their caregivers, em-
phasizing the need for care that is person-centered,
coordinated and integrated, evidence-based and com-
prehensive, evaluated and communicated, accessible and
equitable, sustainable and resourced, as well as research
and data-driven. These standards and practice recom-
mendations provide a critical resource to health care
stakeholders to facilitate tailored and effective advanced
or metastatic cancer survivorship care across disciplines
and settings. Given the ever-changing landscape of
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RELATED ASCO GUIDELINES, STANDARDS, AND
STATEMENTS

e ASCO Guidelines

o Practical Assessment and Management of Vulner-
abilities in Older Patients'®* (http://ascopubs.org/
doi/10.1200/JC0.23.00933)

o Palliative Care in the Global Setting Resource-
Stratified®® (http://ascopubs.org/doi/10.1200/
JG0.18.00026)

o Integration of Palliative Care into Standard On-
cology Practice'® (http://ascopubs.org/doi/
10.1200/JC0.2016.70.1474)

o Patient-Clinician Communication'®® (http://
ascopubs.org/doi/10.1200/JC0.2017.75.2311)

o Management of Anxiety and Depression in Adult
Survivors of Cancer'®” (https://ascopubs.org/doi/
full/10.1200/JC0.23.00293)

o Screening, Assessment, and Management of Fa-
tigue in Adult Survivors of Cancer'® (https://
ascopubs.org/doi/full/10.1200/jco.2013.53.4495)

o Management of Chronic Pain in Survivors of Adult
Cancers'®  (https://ascopubs.org/doi/full/10.1200/
JC0.2016.68.5206)

e ASCO Standards
o Oncology Medical Home Standards''® (http://
ascopubs.org/doi/10.1200/0P.21.00167)
o Telehealth Standards in Oncology
ascopubs.org/doi/10.1200/0P.21.00438)

(http://

e ASCO Statements
o Achieving High-Quality Cancer Survivorship Care'?
(https://ascopubs.org/doi/10.1200/
JC0.2012.46.6854)
o Toward Individualized Care for Patients with
Advanced Care'” (https://ascopubs.org/doi/10.1200/
JC0.2010.33.1744)

treatments and disease trajectories over time, in settings
where advanced cancer is less clearly defined (eg, he-
matologic or CNS malignancies), it is important that users
of these MASCC-ASCO standards understand the con-
textual challenges experienced by these less defined ad-
vanced cancer populations, and appropriately apply
survivorship care standards for people affected by ad-
vanced or metastatic cancer, rather than excluding them.
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