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There is a growing population of people living long term with i e

advanced or metastatic cancer [1, 2]. Though they are techni-

cally considered to be ‘cancer survivors’ according to the widely KEYWORDS _ _ )

accepted definition of survivorship as beginning at the time of ?fg;gfﬁsecf:r?r" metastatic cancer; survivorship;

diagnosis and spanning the balance of life [3], historically, many

people had a poor prognosis with limited survival. Consequently,

the focus of their care was symptom palliation and end-of-life

care. Survivorship was therefore not a clinical, research, or policy of early-stage cancers, others may be distinct or heightened

term applied to or embraced by this population. [7, 8]. These include complex toxicity profiles (high grade toxici-
Owing to the earlier detection of metastatic disease, ties from multimodal treatments and/or repeated, cumulative

treatment and supportive care advances, a growing number of ~ low grade toxicities), psychological burden (e.g. fear of cancer

people with advanced or metastatic cancer are now living Progression, prognostic uncertainty), barriers to accessing

longer [1, 2], have supportive needs beyond palliation, and may ~ insurance or disability support, difficulties with continuing or

therefore experience cancer more akin to a chronic disease. Itis ~ returning to work, and subsequent financial stress. Over the

important to acknowledge that the term ‘cancer survivor’ may ~ course of their disease trajectory, people with advanced or met-

not resonate with all people living with advanced or metastatic ~ astatic cancer may experience more frequent, complex, and

cancer [4, 5]. This is a diverse population with considerable longer-term healthcare system engagements than those with

heterogeneity in terms of disease characteristics (tumour type, ~€arly-stage cancers [6, 9]. Caregivers also experience unique

number and site of metastases), treatment modalities (type and ~ challenges compared to those caring for people with early-stage

number available), and disease trajectory (indolent vs. —cancerrelated to the extended duration of illness, uncertain dis-

‘aggressive’) (Figure 1). Accordingly, we must shift the €ase trajectory and prognosis, complex treatment decisions [7],

survivorship care paradigm to make it relevant to people living ~ ©ngoing financial stress and compassion fatigue.

with advanced or metastatic cancer [6].

Improving survivorship care for people living with
What issues are faced by people affected by advanced advanced or metastatic cancer

i ?
or metastatic cancer? Several groups have defined the key components of high-qual-

While some issues experienced by people with advanced or ity advanced and metastatic survivorship care [6, 10], drawing
metastatic cancer are similar to those experienced by survivors  upon the principles of quality cancer survivorship care [11].
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Good prognosis

lines available, including novel
therapies e.g. immunotherapy,
targeted therapy

Anticipated prognosis: potential
for long-term disease control

Examples: metastatic
melanoma, NSCLC with
targetable genetic alterations,
cancers with a deficiency for
mismatch repair genes

Available treatments: multiple

Available treatments multiple
lines available, including

chemotherapy, immunotherapy,

targeted therapy

Anticipated prognosis indolent
disease course common (life
expectancy measured in years)

Examples metastatic hormone
receptor positive breast cancer,

Limited prognosis
Available treatments: limited

lines available, typically
chemotherapy only.

Anticipated prognosis:
aggressive disease course (life
expectancy measured in months)

Examples: metastatic pancreatic

metastatic prostate cancer,
multiple myeloma

cancer

Figure 1. Variable disease trajectories of people living
with advanced or metastatic cancer [6]. NSCLC: Non-Small

These components include screening for and responding to
supportive care needs, providing coordinated, multidisciplinary
care that is evidence-based and culturally appropriate, ensuring
care is accessible and equitable, and adequately resourced and
evaluated [6, 10]. However, current survivorship care for people
with advanced or metastatic cancer does not meet these stand-
ards. This is in part because their needs are not routinely consid-
ered, or prioritised by, survivorship care services providers.
Consequently, appropriate services designed for their specific
needs often do not exist. In this commentary, we outline key
actions needed in clinical practice to improve survivorship care
for people living with advanced or metastatic cancer, emphasis-
ing the real-world challenges of care delivery and possible strat-
egies to mitigate these challenges.

1. Clear, regular discussions regarding prognosis

People with advanced or metastatic cancer and their car-
egivers should be provided with tailored and realistic prog-
nostic information to help set rational expectations and
facilitate informed decision-making throughout their dis-
ease trajectory [12, 13]. Ensuring discussions about progno-
sis are linked with discussions regarding a person’s life goals
and goals of care will help to ensure personal agency is
respected and supported through shared decision making
[10]. Communicating about prognosis with primary care
professionals is also critical to inform appropriate non-cancer-
related care (such as screening for other cancers, manage-
ment of chronic medical conditions, and health promotion)
[11]. Other healthcare professionals, such as medical special-
ists and rehabilitation clinicians, would also benefit from
prognostic information. If prognosis is deemed poor, early
involvement of palliative/end-of-life clinicians would be
appropriate.

We acknowledge that there are challenges in discussing
prognosis, including the inherent uncertainty of an individual’s
disease course, maintaining hope while avoiding unrealistic
optimism or nihilism (‘hoping for the best while planning for the
rest’), variable education and awareness among non-speciality
providers of cancer care of therapeutic and prognostic advances,
and management of misinformation in mainstream and social
media. Existing guidelines [14] and tools [15] may assist such
discussions.
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2. Proactive assessment of physical and psychosocial unmet
needs and referral to appropriate supportive care services

Hart and colleagues [10] have emphasised the need for per-
son-centred care for people with advanced or metastatic cancer
that addresses their unique physical, psychological, informa-
tional, financial, fertility, sexual, and spiritual needs in a humane
and holistic manner. In clinical settings, screening for physical
and psychosocial needs should be proactive and ideally utilise
validated patient-reported outcome measures (PROMs) fol-
lowed by conversations with appropriate healthcare profession-
als to address these needs [16, 17]. Screening should be
conducted at diagnosis and at regular time points throughout
the disease trajectory (e.g. following a change in treatment or
transition to palliative/end-of-life care).

Based on the needs identified, early referral to multi-
disciplinary supportive care services should be initiated. While
services and resources should be tailored to the specific needs
of this population, accessible (i.e. affordable, acceptable,
available and appropriate) [10] services and resources may not
be routinely available. Some health behaviour or lifestyle
interventions could be delivered by non-government
organisations, in community settings [18], or via telehealth [19].
Self-management strategies should be provided where possible,
with consideration of the individual’s health literacy [20]. Peer
support could also be included [10, 21].

The above recommendations, including the implementation
of PROMs, clinical intervention and/or referral to resources and
services, provide opportunities to improve supportive care for
people affected by advanced or metastatic cancer. Strategies
could include creating stepped care models to better allocate
resources. For example, those with lower levels of unmet need
or higher levels of health literacy could be supported to self-
manage [20], including referral to support groups [21], peer
support [22], allowing telemedicine instead of in-person visits
[23], and ‘stepped’ access to palliative care services (initial visits,
then visits as needed instead of as per a standardised schedule
[24]). Services delivered by cancer centres could then be
reserved for those with the greatest level of unmet need. Non-
government organisations and community groups could also
be integrated into referral pathways to provide supportive care
services to those with less complex needs [18].



3. Create novel models of care blending elements of survivor-
ship and palliative care services

Both survivorship and palliative care focus on delivering per-
son-centred care and facilitating shared decision making.
However, survivorship care focuses on managing longer-term
physical and psychosocial issues, comorbidities, and surveil-
lance for new malignancies, whereas palliative care is typically
directed towards management of acute physical and psychoso-
cial needs, prognostic discussions, and management of spiritual
and existential needs [25-27]. Early access to palliative care is a
critical component of comprehensive cancer care for many peo-
ple living with advanced or metastatic cancer [28]. New models
of advanced and metastatic survivorship care should include
elements of both, focusing on equitable access to appropriate
services specifically designed to meet the unique needs of peo-
ple with advanced or metastatic cancer and their caregivers,
such as specialist advanced or metastatic survivorship nurses
[29, 30] and peer support [21].

Challenges to achieving blended palliative/survivorship
care may be related to differing patient and healthcare
provider expectations for both types of care. For example,
people with advanced or metastatic cancer may not identify
with a ‘survivorship program’ or find a ‘palliative care’ relevant
while living with cancer, while healthcare providers may not
fully understand the specific needs of this emerging
population. Both programmes have challenges in staffing,
funding and other institutional barriers. Potential strategies
could include advocacy to highlight the survivorship needs of
those with advanced or metastatic cancer, clearly defining the
goals of novel models of care, encouraging endorsement of
these models of care by the treating oncology teams, and
possibly rebranding models of care to ‘enhanced supportive
care'[31].

4. Improve communication and coordination of care between
healthcare providers and settings

People with advanced or metastatic cancer often experience
multiple care transitions between community and hospi-
tal-based healthcare settings and are treated by multiple health-
care providers. Ensuring continuity of care by integrating health
services (e.g. medical specialists, nursing, primary care, and
allied health) across the continuum of care is therefore a priority
[32]. Challenges include poorly coordinated and often siloed
healthcare disciplines and systems, a lack of clarity between
healthcare professionals about roles and responsibilities, people
lacking the proficiency or health literacy to navigate the health-
care system [33], and a lack of access to shared electronic medi-
cal records. Strategies may include clear documentation of a
person’s diagnosis, prognosis, goals of care, and management.
Such communication may occur in a survivorship care plan [34],
advanced care plan [35] or any structured tool used in clinical
settings, including a clinical note. Patient navigation services
[33], peer support [21], and empowering those with advanced
or metastatic cancer and their caregivers to assist with care coor-
dination may also assist.
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Conclusion

People with advanced or metastatic cancer and their caregivers
face a range of physical, psychosocial, and informational con-
cerns and unmet needs. Current care systems operate in a
resource-constrained environment and are not organised to
systematically screen for, identify and address these needs. The
past decade has resulted in dramatic changes in the treatment,
prognosis and numbers of those living with advanced or meta-
static cancer and has led to a critical need to reimagine and reor-
ganise care to ensure optimal survivorship care is provided with
available resources. This will require a context-specific, flexible
approach integrating survivorship, palliative, primary, and com-
munity-based care services that is responsive to the individual’s
disease trajectory and needs.

Ethical approval and human subjects

Not required.

Data availability
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