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Abstract

For over a decade since the release of the Institute of Medicine report, From Cancer Patient to
Cancer Survivor: Lost in Transition, there has been a focus on providing coordinated,
comprehensive care for cancer survivors that emphasized the role of primary care. Several models
of care have been described which primarily focused on primary care providers (PCPs) as
receivers of cancer survivors and specific types of information (e.g. survivorship care plans) from
oncology based care, and not as active members of the cancer survivorship team. In this paper, we
reviewed survivorship models that have been described in the literature, and specifically focused
on strategies aiming to integrate primary care providers in caring for cancer survivors across
different settings. We offer insights differentiating primary care providers’ level of expertise in
cancer survivorship and how such expertise may be utilized. We provide recommendations for
education, clinical practice, research and policy initiatives that may advance the integration of
primary care providers in the care of cancer survivors in diverse clinical settings.

INTRODUCTION

A decade ago the Institute of Medicine report, From Cancer Patfent to Cancer Survivor: Lost
in Transition was released recommending coordinated, comprehensive care for cancer
survivors and emphasizing the involvement of primary care.(1) Historically, primary care
providers’ role across the cancer care continuum has predominately focused on prevention
and early detection. (2) There are an estimated 15.5 million cancer survivors in the U.S.,
most of whom are five years or more beyond active treatment and are largely represented by
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older adults.(3-5) (Box 1) As this population continues to grow, strategies to integrate
primary care into long-term care must also evolve.

Box 1
Cancer Survivorship by the Numbers
Survivorship in the United States
. 15.5 million living with history of cancer as of Jan 1, 2016

- The top 3 cancers in men (prostate, colorectal, melanoma) and
women (breast, uterine, colorectal) account for over 60% of all
survivors

- Nearly half of the survivor population are 70+ years old
- Pediatric cancer survivors <1% of the total survivor population

- Close to 70% of survivors are 5 years out from treatment; 44% have
survived 10 years or more; 20% have survived 20 years or more

Survivorship Around the Globe
. 14.1 million new cancer cases diagnosed in 2012
. 32.6 million survivors five-years post treatment (as of 2012)

Source: Miller et al. 2016

Ongoing and emerging trends in health care further drive the need for more extensive
primary care integration in cancer survivorship care. These include: (1) growing demands
for acute cancer care by oncology providers as more new primary diagnoses emerge in an
aging population; (6) (2) greater numbers of long-term, older cancer survivors, many in need
of follow-up care and management of late- and long-term effects due to cancer and/or cancer
treatment; (4) (3) multi-morbidities among both the newly diagnosed and surviving
population requiring shared management; (7, 8) (4) an emphasis on behaviors necessary to
engage in self-management and lifestyle modifications to optimize health; (9) and (5)
changing reimbursement for medical care, specifically in the United States. (10)

Much of the literature published to date has focused on the assessment of primary care
providers’ capacity to care for the growing population of cancer survivors. (11-16) Research
suggests that PCPs’ knowledge of cancer survivorship care is suboptimal. (17-19) While
many PCPs prefer caring for survivors (20), primary care providers consistently report the
need for more training in cancer survivorship. (21, 22) McCabe and Oeffinger proposed a
shared care model which described the need for risk stratification strategies to differentiate
which cancer survivors would be optimally transitioned into oncology-based, primary care
based or shared care long-term care models.(23) Such risk-stratification approaches have
been endorsed as an essential element to high quality follow-up care;(24) however, there
remains a lack of evidence to support the effectiveness of the models that may best suit
specific (e.g., high, moderate, low risk) subsets of cancer survivors.(25) A recent systematic
review concluded that there is currently no standard of care among models of cancer
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survivorship care and that they vary widely by context based on the type of provider
(physician or nurse) leading the care, whether a survivorship care plan is a key intervention
feature of the model, and whether the model includes group or individual counseling. (26,
27) This review also found limited evidence regarding the potential benefits of the models
and their effects on outcomes. (26, 27)

We reviewed cancer survivorship models that have been described in literature, specifically
focusing on those aiming to integrate primary care providers in caring for cancer survivors in
different settings. Based on our findings, we offer insights for future opportunities in
education, clinical practice, research and policy initiatives that may enhance the role of
primary care providers in cancer survivorship care.

SEARCH STRATEGY AND SELECTION CRITERIA

We used a scoping review methodology (28, 29) that includes both narrative review and
evidence mapping approach that is appropriate for use when a field is nascent, not yet well
defined and has limited evidence to support a systematic review. We identified previously
described models of cancer survivorship care that specifically addressed the role of primary
care providers. Based on this literature, we outlined specific strategies that would actively
engage primary care providers in cancer survivorship care. To identify supporting evidence,
we searched the PubMed database which is comprised of more than 24 million citations for
biomedical literature from MEDLINE, life science journals, and online books (http://
www.ncbi.nlm.nih.gov/pubmed). Terms used to generate articles for analysis in the searches
were “primary care and cancer survivorship,” “general practitioner and cancer survivorship,”
“family practice and cancer survivorship,” and “care model and cancer survivorship.” The
search was conducted in July 2016. We used Endnote X7 reference software to conduct
searches and manage references and the article database. Timeframe for the search was not
limited. A total of 119 articles were identified in the initial searches. All references and
abstracts were downloaded into the Endnote X7 reference software library by two
undergraduate research interns. All potentially eligible study abstracts were reviewed by
SVH and DO. Al abstracts were reviewed by the two coders for relevance and fit. Primary
inclusion criteria were that manuscripts report original research or use empirical examples to
describe models with an integrative role for primary care. Disagreements in classification of
the articles were discussed and resolved by the authors (LN, SH and DO). Using the groups
feature in EndnoteX7, references were classified and coded as irrelevant if they: (1) were
commentaries, (2) were solely model development or medical education focused or (3) did
not provide description of primary care settings or practices related to survivorship care.

OVERVIEW OF MODELS OF CARE

A total of 14 articles (18, 19, 23, 27, 30—-40) fit the inclusion criteria. To supplement the
models described in literature, we accessed related survivorship models of care proposed by
the American Society of Clinical Oncology (ASCO) (https://www.asco.org/practice-
guidelines/cancer-care-initiatives/prevention-survivorship/survivorship/survivorship-
compendium).
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Four articles and the ASCO website describe conceptual models that include primary care
integration. (19, 23, 35, 42) Oeffinger and McCabe (23) discussed the shared care model
describing a risk based stratification process, an adapted strategy from models that had been
applied in pediatric cancer survivor population with the additions of a communication
strategies between oncologists and primary care clinicians throughout the cancer care
experience. McCabe et al. (35) further described a lack of research to inform the
implementation and testing of risk-stratified care approaches. Grunfeld and Earle (41)
outlined challenges of coordinating care and communicating during the post-treatment phase
describing the potential for survivorship care plans as a facilitative tool. Nekhlyudov (19)
proposed that a trained oncogeneralist - a primary care provider who can “define and
integrate the complex needs of adult cancer survivors” (44) - be involved in survivorship
care. Specifically, the four models for integrating primary care providers included: (1) an
oncogeneralist offering comprehensive and continuous care in a cancer center; (2) an
oncogeneralist offering consultative care in a cancer center; (3) designated primary care at
affiliated and/or local practices; and, (4) designated primary care provided by academic or
community-based primary care providers. The ASCO website describes several additional
models of cancer survivorship care, some of which include primary care involvement. These
include: oncology specialist models, multi-disciplinary clinics, treatment/disease site
specific clinics, general survivorship clinics, consultative survivorship clinics, integrated
survivorship clinics, community generalist models and shared care models (with and without
transitions). Further, we found published literature describing cancer survivorship care
within primary care settings and among primary care providers including examples of the
following: shared care (40, 42), interventions comparing primary care survivorship delivery
to a specialist arm (18, 33, 34), consultative or oncogeneralist model, (37, 39), designated
primary care panel within primary care settings (37) and case management approach (31,
37). Finally, one example of a primary care physician-led survivorship clinic specializing in
long-term follow-up was described (37). Some of the models offered care to survivors of
adult cancers, while others were restricted to adult survivors of childhood cancers.

While there were a number of proposed models of care (Figure 1), we found limited
evidence for the models described. Overall, cancer survivorship models have focused on the
provision of survivorship care plans and the integration of PCPs into cancer care teams to
manage the late- and long-term effects; however, other models of cancer survivorship care
that further integrate primary care providers into cancer survivorship within primary care
settings do exist and are in need of further development and evaluation. Despite growing
interest in cancer survivorship care and the evolving role of the primary care provider,
description and evaluation of different models of care are limited.

FUTURE OPPORTUNITIES

The gaps in the literature and in the types of primary care models evident present a number
of opportunities for exploring ways to enhance primary care of cancer survivors. In the
following section, we offer insights into opportunities for future changes in education,
clinical practice, research and policy that may enhance the role of primary care providers in
cancer survivorship care.
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Education and Training

As the number of cancer survivors continues to grow and most will receive their care in
community based settings, it is critical that all primary care providers have the basic core
competencies including understanding about the epidemiology of cancer survivorship,
surveillance for cancer recurrences, screening and management of long-term and late effects
of cancer, psychosocial concerns of cancer survivors and health promotion (43) (Table 1).
Such competencies are akin to others primary care providers must possess to care for
patients with other chronic medical conditions, such as diabetes, congestive heart failure and
chronic obstructive lung disease. Medical education and training of residents and practicing
clinicians about the issues in cancer survivorship care is needed. The advantage to early
training is that the student obtains a foundational framework for cancer survivorship as a
field, which allows for ease of learning subsequent information and absorbing of updates in
clinical recommendations. To date, few education resources are available through online
programs, emerging medical school and residency currricula as well as continuing medical
education programs (Box 2).

Box 2

Examples of Cancer Survivorship Education and Training Resources for
Primary Care Providers

American Society of Clinical Oncology
Online educational programs on a variety of topics related to cancer. Several programs in
cancer survivorship are available.

http://university.asco.org/

Focus Under Forty, a program specifically targeting primary care providers’ awareness
of cancers affecting adolescents and young adults. Available free of charge to primary
care providers.

http://www.university.asco.org/focusunder40#PrimaryCareRole

Survivorship Care Compendium — a resource developed to serve as a repository of
tools and resources to enable oncology providers to implement or improve survivorship
care within their practices. Also with useful information for the primary care providers.

http://www.asco.org/practice-research/asco-cancer-survivorship-compendium

Cancer Survivorship Symposium: Advancing Care and Research: A Primary Care
and Oncology Collaboration

A collaboration among the American Academy of Family Physicians, the American
College of Physicians, and the American Society of Clinical Oncology provides
information about survivorship issues for primary care physicians and oncologists.

http://survivorsym.org/
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Memorial Sloan-Kettering Cancer Center
Videos intended for patients that may be helpful and informative for the primary care
provider.

http://www.mskcc.org/cancer-care/survivorship/videos-survivors

Memorial Sloan Kettering Cancer Center/City of Hope: R25 Preparing Professional
Nurses for Survivorship Care (Training Grant)

Dana-Farber Cancer Institute

Links to videos on a variety of topics in cancer survivorship, some geared toward
patients, but very relevant to the primary care provider.
http://www.dana-farber.org/newsroom/videos.aspx?tag=Survivorship
http://www.dana-farber.org/For-Adult-Cancer-Survivors/Experts-Speak-on-Survivorship-
Topics.aspx

Dana Farber/Harvard Medical School Continuing Medical Education Program,
“Optimizing Care and Outcomes”

The University of Texas MD Anderson Cancer Center

Links to educational programs taught by faculty on topics including overview,

psychosocial issues, physical symptoms, among others.

http://www.mdanderson.org/education-and-research/resources-for-professionals/
professional-educational-resources/professional-oncology-education/survivorshi/
index.html

The National Cancer Survivorship Resource Center

A George Washington University Cancer Institute program developed in collaboration
with the American Cancer Society and the CDC.

Addressing Cancer Survivors’ Needs After Treatment: An Introduction: This 45-
minute, pre-recorded training webinar (initally targeting navigators) offers information on
the top issues cancer survivors face after completing treatment and a discussion of
resources that may be used to assist survivors transitioning from active treatment.

https://gwnursing.adobeconnect.com/_a824683337/p3rfwq7z95x/?
launcher=false&;fcsContent=true&pbMode=normal

The Cancer Survivorship E-Learning Seriesis a free continuing education program that
provides a forum to educate primary care providers to better understand and care for
survivors in the primary care setting. Several modules have been released, others are in
development.

https://cancersurvivorshipcentereducation.org/

UpToDate®

An evidence-based resource aimed at helping clinicians make decisions in clinical
practice. Now includes a section on cancer survivorship, with an expanding topic reviews.
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Requires a subscription, often available at local hospitals and libraries.

http://www.uptodate.com/contents/search?search=cancer+survivorship&;x=0&y=0

Education and training of a subset of primary care physicians can be expanded beyond the
cancer survivorship core competencies; for example, primary care physicians may receive
additional expertise in cancer related care (oncogeneralist model) (44). Such training may
occur via participation in specialized programs, (45) continuing medical education
conferences and workshops, or internship-like “shadowing” in institutions caring for cancer
survivors. Such providers would be leading the field and help address the knowledge gaps
that have been identified among PCPs, help bolster patient and oncology provider receptivity
to transitioning to primary care, and also increase the capacity of primary care systems
infrastructure to develop collaborative care. Models for such specialization (without
certification) currently exist in other chronic conditions, such as HIV where patients may
benefit from more specialized primary care (46). Experts in cancer survivorship may be
engaged in teaching medical students, residents, fellows and practicing providers. They can
also help to synthesize the information in oncology literature and make it “digestible” for
practicing primary care providers. Certification in a sub-specialty of cancer survivorship
may also be considered.(44)

Our review and prior studies found examples of oncogeneralists who serve as members of a
cancer survivorship program at a cancer facility, a general medicine clinic or community
practice in oncology or primary care, caring for survivors in programs focusing on adult
cancers, others in long-term pediatric cancer survivorship programs. (37, 39, 47). (Figure 1
and Box 3) Depending on the setting, the oncogeneralist may be involved in collecting
information about the patient’s prior cancer type and treatment, and develop a strategy for
assessing risk of recurrence as well as management and surveillance for late and long-term
effects in the context of their other comorbid medical conditions. Further, depending on the
setting, the oncogeneralist may develop a survivorship care plan that is individualized to the
patient needs, particularly weighing in on the interplay between cancer-related and comorbid
medical conditions and their treatments.(39) In our recent study describing early innovators
of primary care-centric models, each of the four primary care physicians who were key
informants worked in an oncogeneralist model. (37) In one case, the providers delivered
continuity of care for long-term survivors (37). However, as previously noted, there have
been limited (if any) evaluations of such programs.

Box 3

Examples of existing programs with generalist involvement in cancer
survivorship in the United States

Cancer Centers

. Memorial Sloan Kettering Cancer Institute
. Dana Farber Cancer Institute
. MD Anderson Cancer Institute
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. Massachusetts General Hospital

. Breast Cancer Survivorship Program at Johns Hopkins
Academic Centers General Internal Medicine

. University of Colorado

. University of Pennsylvania
Community Based Oncology Settings

. Redwood Regional Medical Group
Community Based Primary Care Settings

. Springfield Medical Associates

Development of Clinical Practice Guidelines

The Children’s Oncology Group has been at the forefront of developing guidelines targeting
the care of adult survivors of childhood cancer.(48) However, these guidelines, along with
others developed by organizations such as the American Cancer Society and the National
Comprehensive Cancer Network have traditionally focused on oncology settings (49-52).
While these guidelines are now incorporating a growing evidence base (much of which is
still lacking for survivors of adult cancers), the guidelines may be too complicated and not
readily accessible by primary care providers. Recent progress is being made to develop
survivorship guidelines targeting primary care providers. To date, the American Cancer
Society has released guidelines for primary care providing recommendations for the follow
up of survivors of colorectal (53), breast (54), prostate (55), and head and neck (56) cancers.
These primary care-focused cancer survivorship guidelines offer helpful and thorough
information for primary care providers where it was previously lacking; however, many
recommendations lack strong evidence base and it remains unclear which care needs should
be prioritized. Controversial recommendations, often due to incomplete evidence, are not
unusual in guideline development. Some have adopted strategies to enhance cross-discipline
discourse to enhance guideline development and the likelihood for adoption. For example,
the current process employed by the U.S. Preventive Services Task Force includes release of
draft guidelines for public review and comment. Since translation of survivorship guidelines
will occur in primary care, it would be optimal for primary care providers to vet
recommendations that are made by experts to assess for the feasibility and applicability in
their settings.

Further, guidelines are only one tool that could support primary care providers in the
delivery of survivorship care. Clinical assessment guidance and prioritization are essential
for translation potential. Specifically, in addition to cancer-related care, it is important to
incorporate comorbid medical conditions, functional status and age into recommended
follow up survivorship care (http://www.ahrq.gov/professionals/prevention-chronic-care/
decision/mcc/index.html). Recommendations must be practical and disseminated in the
channels that are visible to primary care providers. Lastly, as has been successfully
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implemented by the childhood oncology groups, harmonization of guidelines across
different organizations and countries is needed.

Risk Stratification to Guide Clinical Care

Prior publications have proposed a risk stratification approach to cancer survivorship care
(35) as a means of defining the optimal setting for follow up of cancer survivors in mostly
oncology, shared care or mostly primary care models. This model is similar to that described
by the UK National Cancer Survivorship Initiative (http://www.ncsi.org.uk/what-we-are-
doing/risk-stratified-pathways-of-care/risk-stratification/). We propose that risk stratification
may further define the level of primary care involvement and consider non-cancer care in the
decision making regarding delineation of care. (FIGURE 2) For example, patients with
common diagnoses (i.e. breast, colorectal, prostate cancers), early stage disease, standard
treatment, elderly and those with non-cancer comorbid medical conditions, may be
transitioned to community based primary care providers.

To help the transition, oncology providers should engage primary care providers in the care
of patients during cancer treatment. By communicating with the treatment team during this
phase of care, PCPs may be able to offer input regarding non-cancer care and become
familiar with issues that may have occurred during treatment and thus avoid the potential
“loss in transition” to primary care-led follow up. Further, communication may build
interpersonal relationship among the team members that may promote future collaboration
and trust. Oncology providers are also encouraged to reach out to PCPs to provide education
and guidance about cancer-related surveillance and management. Such outreach may occur
individually via consultation letters or survivorship care plans or via informal group teaching
in in-person or web-based seminars.

Patients with less common adult or childhood-onset cancers, late stage cancers, and/or
cancers treated with multimodal therapies who may have experienced late effects or
comorbid medical conditions may be transitioned to oncogeneralists in the community or to
designated PCPs who may have expressed an interest in caring for cancer survivors. For
example, a cancer facility may identify PCPs in academic or community based practices
who have expressed an interest (without specified expertise) in caring for survivors. These
providers may be practicing in settings that are formally affiliated with the cancer center, or
those in the surrounding communities. Unlike the oncogeneralists, these providers would not
have formal expertise in cancer survivorship, but may have had some education in this area.
Patients may feel more comfortable in selecting PCPs who are recommended to them by
their oncology providers as having an interest in survivorship and may be more willing to
transition their care. A survivorship care plan (or any tool that serves as a vehicle for
information sharing) should be developed by the oncology team and revisited during follow
up to assure that “shared” care is optimally coordinated until it is deemed appropriate to
transition to the PCP. Case managers may be able to assist in care coordination in such
scenarios (31, 37).

Patients with rare cancers of adulthood or those diagnosed in childhood, or those treated
with complicated regimens (i.e. bone marrow transplant), and who have existing or
significant risk for late and long-term effects may be optimally followed in survivorship
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clinics, staffed by oncogeneralists or oncology providers. Oncogeneralists may be able to
offer a holistic perspective on the care of these patients, balancing the competing demands of
comorbid disease management. A primary care provider for such patients is nevertheless
recommended for preventive and non-cancer related care. As these patients will have multi-
specialty follow up, coordination of care will be critical.

For each of the models, in order for transitions of care or shared care to be effective, there
must be clear pathways for communication between oncology and PCPs. Early training in
communication and collaborative care is needed. As no single method is most effective,
preferred or possible (for example, due to geographic, financial, insurance coverage
limitations and/or preferences), aiming for perfect communication should not be allowed to
impede all communication. We encourage consideration of electronic health records, e-
mails, paper documentation, phone calls, in person meetings, virtual meetings, tumor boards,
survivorship care plans (that may also be stored in “clouds”), among others. Such
communication enhances inter-professional trust, coordination of care and avoidance of
omitted or duplicated care.

Clinical Workforce

The shortage of primary care physicians (57) and oncology providers (58) in the U.S. may
pose a particular challenge to transitioning cancer survivors to primary care settings. As
such, nurse practitioners and physician assistants may be brought in to work closely with
primary care physicians in the care of these patients. This model has been embraced by
many cancer centers and oncology practices. While primary care practices are now
encouraged to work with non-physician providers for management of comorbid medical
conditions, such as diabetes or congestive heart failure, these professionals may also be
employed to help manage long-term cancer survivors. For example, in our recent study (37),
one provider used a collaborative model with a nurse practitioner who conducted routine
physical examinations with survivors (providing preventive care such as breast examinations
and Pap smears, as well as lifestyle counseling). The patients were then scheduled for a
follow up visit with the PCP to address specific survivorship related issues. Educational
programs and training, as outlined above for the physicians, may also be offered (and
evaluated) to expand the knowledge of the allied health professional workforce.

Payment Incentives and Practice Redesign

Further research and policy initiatives should explore whether offering incentives to primary
care providers who take on the care of cancer survivors and offer them comprehensive,
coordinated care are impactful in enhancing survivorship care in primary care settings. Such
incentives are now utilized for the care of high priority conditions in primary care such as
diabetes, hypertension and coronary artery, where metrics are reported and may impact
payment. To date, no recommended metrics or measurable outcomes exist for survivorship
care that can inform discussions of survivorship quality of care in a primary care context.
While the ASCO Quality Oncology Practice Initiative (QOPI) have begun to develop quality
measures of survivorship, these focus primarily of provision of care outside the realm of
primary care (59). Future efforts that aim to identify which sub-populations of cancer
survivors may be appropriately considered a “target population” in primary care is needed.
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For example, in the United States, there has been an evolving interest in patient-centered
medical care that emphasizes care that is coordinated, comprehensive, timely, high quality
and safe. The patient-centered medical home (PCMH) model has been tested in a variety of
settings and has been found to improve health outcomes, patient and provider satisfaction
and costs. (60) There are a number of components of the PCMH that can and should be
implemented for cancer survivors such as identifying and managing cancer survivors at the
population level within health care settings, providing care management, tracking, and
coordinating their care. However, many of these strategies have yet to be implemented in a
comprehensive or systematic fashion, leaving cancer survivors largely responsible for
coordinating their own care as they transition between primary care and oncology. There are
some who advocate for primary care versus oncology PCMHs. However, there are no data
on the viability of oncology PCMHSs or whether primary care PCMHs attend to cancer
survivors as a population in need of care coordination and management. Over the upcoming
years, practices across the United States will be selected by the Centers for Medicare and
Medicaid Service to test the effect of this model on outcomes of cancer patients and
survivors. These demonstration projects have the potential to improve the care of survivors
by offering timely, necessary and non-duplicative care, improving management of chronic
disease and addressing psychosocial concerns.

Expand Evidence-Base in Cancer Survivorship Care

There are significant barriers remaining in integrating primary care providers in cancer
survivorship care (Figure 3) and gaps in research based evidence to date. As alluded to in
prior sections, future research should focus on models of care in different settings addressing
the role of primary care providers in such models, how risk stratification to guide care
settings and intensity of follow up may assist in guiding care for survivors, as well as
methods to incentivize quality of care and how quality may be measured. It is important to
evaluate the design and implementation of cancer survivorship care across diverse settings,
taking into account the populations being served and the available resources. Intervention
and descriptive studies that examine the complexity of health and health systems
interventions are needed. Studies of barriers and incentives of the implementation of primary
care guidelines for survivorship care are necessary. In addition, studies that consider and
characterize the multi-level context and environment where primary care providers practice
and that are attentive to the importance of understanding and assessing resources expended,
programs costs, cost-effectiveness and the impact of other economic outcomes will be
necessary. As previously described by Halpern, (27) how models are evolving in practice are
highly influenced by the context in which they are developed. Efforts to develop primary
care strategies for cancer survivorship care attending to the importance of context in the
process of primary care will be essential. While focusing on survivorship in research
initiatives adds important emphasis on this phase of care, from the primary care perspective,
it may be optimal to consider this solely a phase along the cancer continuum. Specifically,
studies may be designed to understand the roles that primary care providers have (or may
undertake) across cancer care from prevention, screening, active treatment, survivorship,
palliation and end of life care.
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CONCLUSIONS

In summary, we found that while different models to involve primary care in cancer
survivorship care exist, few such models have been fully described or tested. It is quite likely
that one model will not fit all. Oncogeneralists may serve as experts in the care of cancer
survivors in cancer centers, academic medical centers or community and in addition to
providing clinical care, may be vehicles for education among peers and oncology providers.
Primary care providers with no advanced training, however, may be readily involved in the
care of survivors in a variety of settings, specifically caring for survivors who may be at a
lower risk of cancer-related complications. All primary care providers however, should be
primed to care for this growing population of patients and have the basic core competencies
to do so. Communication with oncology providers must start early in training and continue
through years in practice. Research and policy must continue to evolve as there is a critical
need for evidence-based guidelines, implementation and evaluation of quality of care.
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Figure 1. Models of Care
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ONC = oncology providers
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Patient Risk Category**  Provider type Options*** Focus of care

Non cancer focused care with
attention to cancer survivorship
needs

Low risk Primary Care Provider

Oncogeneralist

Shared PCP and ONC care with
- attention to cancer and non-

Primary Care Provider cancer medical needs

5 years post initial
treatment*

Intermediate Risk -

Oncology/Survivorship
Provider

Mostly cancer related care, with
— significant attention on co-
morbid medical conditions

Oncogeneralist

Primary Care Provider
with
Oncology/Survivorship
Care Provider

Figure 2. Survivorship Care Strategies
Notes:

*5 years is based on general recommendations in the cancer community, transition of care
may vary
**Risk categories, as examples:

. Low risk common cancers (i.e. breast, colorectal, prostate), early stage, standard
treatment, high non-cancer chronic condition burden.

. Intermediate less common cancers, advanced stages, multimodal treatment,
moderate non-cancer chronic condition burden.

. High risk rare cancers, advanced stages, complex medical treatment with
significant late/long term effects.

***Any of these models may be appropriate for NP/PA involvement.
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o Survivorship not integrated into medical education

* Few continuing education programs

Kn ow|edge/Ski lls e Patients’ lack of trust in PCPs role in survivorship care

* Oncologists’ lack of trust in PCPs role in survivorship care
¢ Emerging evidence regarding late effects, surveillance

¢ Lack of consistent information from oncologist to PCP

A K e Lack of information from patients, dependence on
Communication patients as sources for communication exchange

« Insufficient dissemination of clinical guidelines
¢ Variable use of electronic medical records

e Lack of time/clinical priorities

e Lack of reimbursement incentives

¢ Not traditionally targeted population for quality
improvement

e Restrictions of insurance coverage

e Lack of access to appropriate providers/services

Financial/Resources

Figure 3.
Examples of Barriers to Primary Care Integration in Cancer Survivorship
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Table 1

Core Comptencies for Cancer Survivorship — American Society of Clinical Oncology

Topic

Core Competencies

Survivorship

. Demonstrate how to obtain a cancer and cancer treatment history and how to interpret the health
implications of this history.

. Differentiate between common uses of the terms “personal cure,” “disease-free survival,” “overall
survival,” “survivorship,” and “cancer survivor” and how they affect clinical approaches and
policymaking.

. Identify incidence and prevalence of cancer survivorship overall, and differences by age and gender.

Surveillance . Understand the risk of new primary cancers, local or metastatic recurrences and temporal pattern of

recurrences of specific primary cancers

. Be aware of available surveillance methods (e.g. history and physical examination, imaging studies,
blood work including tumor makers), and if applicable, their sensitivity and specificity in detecting
recurrences and their cost-effectiveness

. Be familiar with data on the impact of surveillance and early detection of recurrences on overall
survival
. Recognize treatment options and their effectiveness in the event of a new primary cancer, local or

metastatic recurrences

Long term and Late
effects

. Be aware of potential consequences of cancer treatment for different age groups including the impact
on cardiopulmonary, skeletal, gastrointestinal tract, respiratory tract, endocrine systems, sexual
function and fertility.

. Appropriately assess cancer survivors for late and long-term effects of treatment, including surgery,
radiation, chemotherapy, hormonal treatments, immunotherapy and new-targeted therapies.
. Assess the interplay between late and long-term effects and other comorbid medical conditions.
. Be aware of best practices in symptom management and rehabilitation.
Health Promotion . Demonstrate knowledge that cancer survivors are at increased risk for co-morbid health conditions.
g?g\,gﬁ?:ﬁe . Be able to screen, counsel and provide referrals to programs for smoking cessation, weight

management, physical activity, sexual rehabilitation programs and other lifestyle habits.

. Encourage cancer survivors to establish a relationship with a primary care provider in order to receive
age- and risk-based screening and non-cancer disease management.

Psychosocial Care

. Be aware of the psychological, social, economic, and spiritual impact for different age groups of
cancer and its various treatments.

. Be able to identify problems in psychosocial well being in the post-treatment period.
. Be able to evaluate the contributions of disease and treatment features to problems in psychosocial
well-being.
. Be aware of best practices in psychosocial care of cancer survivors and be able to make appropriate
referrals.
Childhood and . Recognize that childhood and AYA cancer survivors are a growing population with significant rates of
Adolescent and premature mortality, chronic morbidities and second malignant neoplasms (SMN).
Young Adult Cancer . . . . .
survivors . Be aware of the Institute of Medicine recommendations for risk-based follow up care for all survivors
of childhood and adolescent cancer.
. Be familiar with the Children’s Oncology Group’s long-term surveillance guidelines’” based on
exposures.
. Be able to provide childhood and AYA cancer survivors with appropriate risk-based care. Recognize

that request for, and use and discussion of cancer survivorship care plans with survivors can facilitate
delivery of evidence-based or best practice follow-up care.

Older Adult Cancer

Survivors

. Understand the demographics of cancer survivorship and aging with the recognition that the majority
of cancer survivors are older adults.
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Topic

Core Competencies

Recognize the significant growth in the number of older cancer survivors due to the aging of the US
population and the association of cancer with aging.

Recognize the anticipated workforce shortage to care for the growing number of older cancer survivors
and the need for geriatric competence embedded in all disciplines of healthcare that care for older
adults.

Understand that care of the older cancer survivor is driven by a patient-centered approach guided by
the patient’s functional rather than chronological age and taking into account their values and
preferences.

Consider that the increasing association of aging with poverty and social isolation requires unique
approaches in terms of assistance, transportation, navigation and other means to deliver proper cancer
and survivorship care.

Caregivers of Cancer
Survivors

Recognize that most survivors receive important care and support from an informal caregiver(s). These
individuals, commonly family members, are often key to survivors’ optimal health and well-being.

Be aware that informal cancer caregivers are at risk for depression and caregiving burden. Further, as
most cancer survivors are older adults, their caregivers also may be older, and have their own health
problems.

Recognize the importance of acknowledging the role of and providing support to caregivers through
appropriate mental health referrals and use of programs designed to help them manage caregiver
burden as needed.

Communication and
Coordination of Care

Understand and recognize different care models for delivery and coordination of post-treatment care of
survivors.

Be able to provide a facilitated transition from oncology to primary care, coordinated shared care and
advanced care planning that includes a patient-centered discussion and written documentation.

Communicate with other health care professionals to facilitate coordination of care among providers.

Reprinted with permission from Shapiro, C.L., et al., ReCAP: ASCO Core Curriculum for Cancer Survivorship Education. Journal of Oncology
Practice, 2016: p. JOPR009449.
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