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Preface 
The Agency for Healthcare Research and Quality (AHRQ), through its Evidence-based 

Practice Centers (EPCs), sponsors the development of evidence reports and technology 
assessments to assist public- and private-sector organizations in their efforts to improve the 
quality of healthcare in the United States.  

The reports and assessments provide organizations with comprehensive, evidence-based 
information on common medical conditions and new healthcare technologies and strategies. 
They also identify research gaps in the selected scientific area, identify methodological and 
scientific weaknesses, suggest research needs, and move the field forward through an unbiased, 
evidence-based assessment of the available literature. The EPCs systematically review the 
relevant scientific literature on topics assigned to them by AHRQ and conduct additional 
analyses when appropriate prior to developing their reports and assessments. 

This report from the EPC Program at AHRQ is one of several efforts underway across the 
U.S. Department of Health and Human Services to implement provisions of the Childhood 
Cancer Survivorship, Treatment, Access, and Research (STAR) Act of 2018 (Public Law No: 
115-180). The National Cancer Institute of the National Institutes of Health funded this report 
from the EPC Program at AHRQ. AHRQ assigned this report to the following EPC: The Johns 
Hopkins University Evidence-based Practice Center (Contract No. 75Q80120D00003). 

To bring the broadest range of experts into the development of evidence reports and health 
technology assessments, AHRQ encourages the EPCs to form partnerships and enter into 
collaborations with other medical and research organizations. The EPCs work with these partner 
organizations to ensure that the evidence reports and technology assessments they produce will 
become building blocks for healthcare quality improvement projects throughout the Nation. The 
reports undergo peer review and public comment prior to their release as a final report. 

AHRQ expects that the EPC evidence reports and technology assessments, when appropriate, 
will inform individual health plans, providers, and purchasers as well as the healthcare system as 
a whole by providing important information to help improve healthcare quality. 

If you have comments on this evidence report, they may be sent by mail to the Task Order 
Officer named below at: Agency for Healthcare Research and Quality, 5600 Fishers Lane, 
Rockville, MD 20857, or by email to epc@ahrq.hhs.gov. 
 
David Meyers, M.D. Arlene S. Bierman, M.D., M.S. 
Acting Director Director 
Agency for Healthcare Research and Quality Center for Evidence and Practice 

Improvement 
 Agency for Healthcare Research and Quality 
 
Craig A. Umscheid, M.D., M.S. Suchitra Iyer, Ph.D. 
Director Task Order Officer 
Evidence-based Practice Center Program Center for Evidence and Practice 
Center for Evidence and Practice Improvement Improvement 
Agency for Healthcare Research and Quality Agency for Healthcare Research and Quality 
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Models of Care That Include Primary Care for Adult 
Survivors of Childhood Cancer: A Realist Review 

Structured Abstract  
Objectives. We had two aims: (1) identify and analyze models of survivorship care for adult 
survivors of childhood cancer that include primary care, and (2) identify available tools, training, 
and other resources for adult survivors of childhood cancer.  
 
Methods. For each aim, we used realist synthesis to provide insights on how and for whom, in 
what contexts, and via what mechanisms the models of care and resources we identified can be 
effective for adult survivors of childhood cancer. We developed an initial program theory 
through searches of the literature and discussions with Stakeholders. We then identified and 
summarized quantitative evidence that supported or refuted the theory and developed specific 
hypotheses about how contexts and mechanisms may interact to produce outcomes (i.e., “CMO” 
hypotheses). The final program theory and CMO hypotheses were presented to Stakeholders for 
feedback. 
 
Results. Our final refined theory describes how, within the overall environment, survivor and 
provider characteristics and facilitators/barriers interact to produce intermediate and final 
outcomes. We focus on the role of models of care and resources (e.g., care plans) in these 
interactions. The program theory variables seen most consistently in the literature include 
oncology care versus primary care, survivor and provider knowledge (i.e., survivor risks and 
needs), provider comfort treating childhood cancer survivors, communication and coordination 
between and among providers and survivors, and delivery/receipt of prevention and surveillance 
of late effects of original cancer treatment. In turn, these variables played the most prominent 
role in the seven CMO hypotheses (4 focused on survivors and 3 focused on providers) regarding 
what works for whom and in what circumstances.  
 
Conclusions. To enable models of care that include primary care for adult survivors of 
childhood cancer, there needs to be communication of knowledge to both survivors and primary 
care providers. Our program theory provides guidance on the ways this knowledge could be 
shared, including the role of resources in doing so, and our CMO hypotheses suggest how the 
relationships illustrated in our theory could be associated with survivors living longer and feeling 
better through high-value care. 
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Evidence Summary 
Main Points 

• Our program theory describes how survivor and provider characteristics and 
facilitators/barriers may interact to produce intermediate and final outcomes and the 
potential role of models and resources in these interactions. 

• The program theory variables seen most consistently in the literature include oncology 
care versus primary care, survivor and provider knowledge (e.g., survivor risks and 
needs), provider comfort treating childhood cancer survivors, communication and 
coordination between and among providers and survivors, and delivery/receipt of 
prevention and surveillance of late effects of original cancer treatment.  

• We developed seven hypotheses about the relationships between context, mechanism, and 
outcomes (CMO) that could be associated with effective survivorship care models that 
include primary care. 

• Care delivered outside of the specialty setting needs to include communication of 
knowledge to both survivors and primary care providers; our program theory provides 
guidance on the ways this knowledge could be shared.  

Background and Purpose 
Childhood cancer survivors are at increased risk for life-long chronic morbidities owing to 

their cancer and its treatment. There is no practical taxonomy for survivorship models of care. 
There is also a lack of clarity about which models are appropriate for whom and in what 
circumstances, as well as how resources (e.g., education, support groups, care plans, and care 
management processes) can support quality survivorship care. 

The key decisional dilemmas for providers, survivors, caregivers, and health systems are (1) 
what models of childhood cancer survivorship care that include primary care may improve short- 
and long-term outcomes, for which survivors, and under what circumstances, and (2) what tools, 
trainings, processes, and other resources can promote quality survivorship care across the various 
models?  

Methods 
We addressed Contextual Questions about the different types of models of care and resources 

through review of literature and discussions with Stakeholders. For the purposes of this project, 
the term “resources” includes long-term followup guidelines; educational materials; trainings; 
survivor care documents (e.g., survivorship care plans); survivorship care management processes 
(e.g., expedited routes of contact for consultation); and survivor supportive tools and services 
(e.g., support groups).  

We addressed the decisional dilemmas by conducting a realist review. We interviewed 
Stakeholders (survivor advocates, providers, researchers) and conducted targeted and iterative 
searching to (1) identify models of survivorship care and analyze the program theories 
(underlying ideas and assumptions) about how they are intended to work; and (2) identify 
available tools, training, and other resources for childhood cancer survivorship care and analyze 
the program theories underlying how they are intended to be implemented. Finally, we refined 
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the identified program theory and developed hypotheses about context, mechanism, and 
outcomes through review of quantitative evidence and discussions with Stakeholders. 

Results 
There are many models of survivorship care with no practical taxonomy. We identified four 

differentiating factors across models: (1) the inclusion of survivorship expertise (whether via a 
specialized primary care provider or oncologist; or a physician, nurse practitioner/physician 
assistant, or multidisciplinary team); (2) the role of the primary care provider (e.g., main provider 
of survivorship care, provides survivorship care under the guidance of survivorship expert, 
provides primary care with no particular attention to survivorship); (3) degree of access to 
academic/cancer center support for survivors and/or providers; and (4) delivery of consultative 
versus longitudinal care. In practice, what is seen in the literature (and experienced by survivors) 
are more often patterns of care that occur not by design but owing to circumstance. We identified 
40 resources freely available to both survivors and providers: 23 survivor-specific, 12 
provider/researcher-specific, 5 for both. Discussions with Stakeholders suggested that resources 
are most helpful if they are easy to access, user-friendly, known to survivors and providers, from 
trustworthy sources, and valued by survivors and their families. 

At the most basic level, models of care that include primary care need to ensure that 
survivors and providers have the necessary information to obtain/deliver appropriate care, and 
resources are a key mechanism in providing this information. The program theory variables seen 
most consistently in the literature include oncology care versus primary care, survivor and 
provider knowledge (i.e., survivor risks and needs), provider comfort treating childhood cancer 
survivors, communication and coordination between and among providers and survivors, and 
delivery/receipt of prevention and surveillance of late effects of the original cancer treatment. In 
turn, these variables played the most prominent role in hypothesizing what works for whom and 
in what circumstances. The provider health practices and survivor health services use/behaviors 
represent the intermediate outcomes for survivors and providers as described by the 
Stakeholders: “Survivors feel confident about sharing their history, know their risks, recognize 
symptoms and problems, understand the care they need, are aware of the resources available to 
help them, and can access relevant care and services” and “PCPs understand a survivor’s history, 
know the survivor’s risks, recognize symptoms and problems, understand the care survivors 
need, are aware of the resources available to help them, and can access relevant care and 
services.” Our program theory illustrates how, within an environment, survivor and provider 
characteristics and facilitators/barriers, may connect through models of care and resources to 
achieve these intermediate outcomes for survivors and providers, ultimately leading to survivors 
living longer and feeling better (Figure A). 

We developed seven hypotheses about the relationships of context, mechanisms, and 
outcomes (Tables A and B) for how models of care that include primary care, and resources, 
could be effective in providing care to adult survivors of childhood cancer.  

We hypothesized that four mechanisms would be associated with higher levels of the 
survivor intermediate outcome:  

1. Linking resources with information that survivors can themselves use and also share with 
their primary care provider (PCP), 

2. Identifying perceived/actually healthier survivors who have perceived/actually lower 
needs for survivorship-specific care,  
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3. Connecting survivors’ engagement in the health system with increased knowledge about 
survivorship care, and  

4. Suggesting that survivors with greater confidence in their PCPs would be more willing to 
transition their care.  

We hypothesized that three mechanisms would be associated with higher levels of the 
provider intermediate outcome:  

1. Linking resources with information to guide the PCP in delivering survivorship care,  
2. Identifying the shared care model as a way to obtain the needed support from oncologists, 

and  
3. Suggesting that PCPs with more experience caring for childhood cancer survivors would 

have greater comfort and expertise in doing so. 

Limitations 
Evidence on adult survivors of childhood cancer was limited leading us to consider studies of 

adult survivors of adult cancer. There was a lack of formal evaluations of models of care and 
data on final outcomes, particularly mortality, are sparse. A challenge was conducting a realist 
review of multiple ill-defined patterns of care rather than one intervention or model of care. Our 
review was also limited by the relatively short amount of time available, precluding the depth 
and number of iterative searches, syntheses, and refinement of theory typical in a realist review. 

Implications and Conclusions 
If care for adult survivors of childhood cancer is to be delivered outside of the specialty 

setting, there needs to be communication of knowledge about survivorship care to both survivors 
and primary care providers. Our program theory provides guidance on the ways this knowledge 
could be shared. Our context, mechanism, and outcome hypotheses suggest how the relationships 
illustrated in our theory could be associated with survivors living longer and feeling better 
through high-value care. 

Future research is needed to address two essential research questions related to this review: 
(1) who needs to be seen in specialty care and who can be followed in their own community; and 
(2) for those followed in the community, how can the knowledge that survivors and PCPs need 
to receive/deliver quality care be effectively transferred?  
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Figure A. Refined program theory  

  

PCP = primary care provider; PTSD = post-traumatic stress disorder
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Table A. Context-mechanism-outcome hypotheses regarding how models of care that include 
primary care could be effective, focusing on intermediate outcomes for the survivor 

In the CONTEXT of This MECHANISM … Produces OUTCOME 
(Intermediate) 

OUTCOME  
(Final) 

A) the availability of 
survivorship care plans, 
guidelines, and other 
resources 

A1) improved survivor knowledge  
 
A2) information available to 
share with PCP to inform delivery 
of survivorship-related care 

Survivors can share 
their history, know their 
risks, recognize 
symptoms and 
problems, understand 
the care they need, are 
aware of the resources 
available to help them, 
and can access relevant 
care and services. 

Survivors live 
longer and feel 
better through 
high-value care. 

B) healthier survivors 
(perceived or actual) 

B) less perceived/actual need for 
survivorship-related care 

Survivors can share 
their history, know their 
risks, recognize 
symptoms and 
problems, understand 
the care they need, are 
aware of the resources 
available to help them, 
and can access relevant 
care and services. 

Survivors live 
longer and feel 
better through 
high-value care. 

C) survivors engaged in 
healthcare system 

C) improved knowledge Survivors can share 
their history, know their 
risks, recognize 
symptoms and 
problems, understand 
the care they need, are 
aware of the resources 
available to help them, 
and can access relevant 
care and services. 

Survivors live 
longer and feel 
better through 
high-value care. 

D) survivor confidence in 
PCPs 

D) willingness to transition care Survivors can share 
their history, know their 
risks, recognize 
symptoms and 
problems, understand 
the care they need, are 
aware of the resources 
available to help them, 
and can access relevant 
care and services. 

Survivors live 
longer and feel 
better through 
high-value care. 

PCP = primary care provider 
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Table B. Context-mechanism-outcome hypotheses regarding how models of care that include 
primary care could be effective, focusing on intermediate outcomes for the primary care provider 

In the CONTEXT of This MECHANISM … 
Produces 

OUTCOME 
(Intermediate) 

OUTCOME  
(Final) 

A) the availability of 
survivorship care plans, 
guidelines, and other 
resources 

A) information available to 
guide the PCP in delivering 
survivorship-related care 

PCPs understand a 
survivor’s history, know 
the survivor’s risks, 
recognize symptoms 
and problems, 
understand the care 
survivors need, are 
aware of the resources 
available to help them, 
and can access relevant 
care and services. 

Survivors live 
longer and feel 
better through high-
value care. 

B) PCP shared-care with 
oncologist 

B) support from the 
oncologist to aid the PCP in 
delivering survivorship-related 
care 

PCPs understand a 
survivor’s history, know 
the survivor’s risks, 
recognize symptoms 
and problems, 
understand the care 
survivors need, are 
aware of the resources 
available to help them, 
and can access relevant 
care and services. 

Survivors live 
longer and feel 
better through high-
value care. 

C) more experience 
caring for childhood 
cancer survivors 

C) greater comfort caring for 
childhood care survivors 

PCPs understand a 
survivor’s history, know 
the survivor’s risks, 
recognize symptoms 
and problems, 
understand the care 
survivors need, are 
aware of the resources 
available to help them, 
and can access relevant 
care and services. 

Survivors live 
longer and feel 
better through high-
value care. 

PCP = primary care provider 
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Introduction 
Background 

The American Cancer Society estimates that there were over 110,000 cancer survivors ages 
0–19 as of January 1, 2019; when added to adult survivors of childhood (ages 0–14) and 
adolescent (ages 15–19) cancer, the total number of survivors approaches 400,000.1 The growth 
in the number of survivors reflects new and more effective therapies, better risk stratification, 
and progress in supportive care that have improved treatment outcomes over the past decades, 
with 5-year relative survival increasing from 58 percent (1975–1977) to 84 percent (2008–2014) 
for children and from 68 percent (1975–1977) to 85 percent (2008–2014) for adolescents with 
cancer.1 Unfortunately, owing to their cancer and its treatment, the majority of adult survivors 
experience life-long, chronic morbidities, such as cardiomyopathy, metabolic syndrome, and 
subsequent malignant neoplasms.2-6 However, the impacts of cancer and its treatment are not 
uniform, with different risks related to the specific type and location of previous cancer, its 
therapy, genetic predispositions, lifestyle behaviors, and comorbid health conditions.7 Thus, the 
National Academy of Medicine (NAM; formerly the Institute of Medicine) recommends life-
long followup based on these factors.8 

There is a lack of clarity regarding the appropriate models of survivorship care. Models of 
care range from specialized survivorship followup to general oncology followup to primary care 
followup. There are multiple barriers that preclude many childhood cancer survivors from 
receiving specialized long-term followup care, but there are also barriers that preclude those 
survivors from receiving quality survivorship care in primary care.9, 10  

Purpose and Scope of the Review 
Given the growing number of childhood cancer survivors (those diagnosed before age 21), 

the extensive morbidity and mortality experienced by these survivors, the need for risk-based 
survivorship care, and the lack of clarity regarding the appropriate models of childhood 
survivorship care, the key decisional dilemmas are (1) what models of childhood cancer 
survivorship care improve short- and long-term outcomes, for which survivors, and under what 
circumstances and (2) what tools, trainings, processes, and other resources can promote quality 
survivorship care across the various models? The National Cancer Institute (NCI) requested a 
realist review as part of a series of projects for The Childhood Cancer Survivorship, Treatment, 
Access, and Research (STAR) Act to better understand the state of the science and ultimately 
improve the care and quality of life for childhood and adolescent cancer survivors. This and the 
other requested reports are intended to inform decision making regarding NCI’s future 
investments in research. 

We conducted a realist review to address two aims: (1) to identify and analyze models of 
survivorship care for adult survivors of childhood cancer that include primary care using realist 
synthesis and (2) to identify available tools, training, and other survivorship resources for adult 
survivors of childhood cancer and use realist synthesis to understand how and why they produce 
effects on health outcomes. 

 A realist review differs from a systematic review in multiple ways. For example, a realist 
review does not summarize existing evidence of whether an intervention works, but investigates 
theories regarding how interventions are intended to work and how different contexts affect the 
mechanisms by which they work to achieve the intended outcomes. Also, whereas systematic 
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reviews have strict inclusion/exclusion criteria on studies to review and synthesize, realist 
reviews may draw from literature ranging from studies directly applicable to the topic to studies 
on related topics in different disease areas or populations. Further, the outputs of systematic 
reviews are syntheses of the evidence, whereas the outputs of realist reviews are theories and 
hypotheses regarding how interventions are intended to work. 

The aim of this realist review was to address the question of how models of care that include 
primary care, and related resources, could be effective – not whether they are effective. The 
review focused specifically on survivorship care, not the overall care of adult survivors of 
childhood cancer (e.g., addressing unrelated comorbid conditions, general preventive care). The 
review was not intended to explore whether models of survivorship care that include primary 
care are more or less effective than models of care that do not include primary care, but to 
describe for whom and in what circumstances models of survivorship care that include primary 
care could be effective. 

For the purposes of this review, we included survivors of cancer diagnosed before age 21; for 
simplicity, we do not distinguish between childhood and adolescent survivors and refer to 
childhood cancer survivors throughout. Our review focused on survivorship care, not cancer 
treatment. We included studies examining care by physicians, nurse practitioners, and physician 
assistants, and used whatever definitions of primary care were applied in the included studies.  

Key Questions  

Contextual Questions (CQs) 
CQ1. How is effectiveness defined and measured for survivorship care 

models for adult survivors of childhood cancer (cancer diagnosed 
prior to age 21 years old)? 

CQ2. What are the models of survivorship care for adult survivors of 
childhood cancer? 
a. Which of these models include primary care? 

i. What is the evidence of effectiveness of the different models 
that include primary care? 

CQ3. What survivorship care resources are available for adult survivors of 
childhood cancer and their families? 
a. What are the intended outcomes of the different resources 

available for adult survivors of childhood cancer and their families? 
b. What is the evidence of effectiveness of the different resources 

available for adult survivors of childhood cancer and their families? 
c. What are the monetary costs to access these resources? 

CQ4. What survivorship care resources are available to providers who care 
for adult survivors of childhood cancer? 
a. What are the intended outcomes of the different resources 

available to care providers? 
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b. What is the evidence of effectiveness of the different resources 
available to care providers? 

c. What are the monetary costs to access these resources? 

Key Questions (KQs) for the Realist Review 
KQ1. For whom and under what circumstances could different survivorship 

care models for adult survivors of childhood cancer (cancer 
diagnosed prior to age 21 years old) that include primary care be 
effective?  
a. What are the key mechanisms by which these models could be 

effective? 
b. What are important contexts that determine whether different 

mechanisms could be effective? 
KQ2. For whom and under what circumstances could different survivorship 

care resources for adult survivors of childhood cancer be effective in 
achieving their intended outcomes?  
a. For survivors and their families 

i. What are the key mechanisms by which these resources could 
lead to their intended outcome? 

ii. What are important contexts that determine whether different 
mechanisms could lead to outcomes?  

b. For care providers 
i. What are the key mechanisms by which these resources could 

lead to their intended outcome? 
ii. What are important contexts that determine whether different 

mechanisms could lead to outcomes?  

For the purposes of this project, the term “resources” includes— 
• Long-term followup guidelines; 
• Educational materials directed at either survivor/family or care providers, regardless of 

media (i.e., electronic, hard copy); 
• In-person or virtual trainings (i.e., workshops, conferences, continuing medical 

education courses) directed at either survivor/family or care providers; 
• Survivor care documents (i.e., survivor-specific standardized letters, treatment 

summaries, survivorship care plans); 
• Survivorship care management processes (i.e., expedited routes of contact for 

consultation, re-referral, support services; methods for digitizing and securely distributing 
health records; and other provider-to-provider and provider-to-survivor communications); 
and 

• Survivor supportive tools and services (in-person or digital), such as text 
messaging/peer navigator programs, support groups (in-person, telephone-based, or 
online), and professional psychosocial counselors (in-person, telephone-based, or online).
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Methods 
Rationale  

A realist synthesis or review addresses the question, “What works, how, why, for whom, to 
what extent and in what circumstances, in what respect and over what duration?”11 In a realist 
review, the underlying ideas and assumptions about how an intervention works are first 
identified and expressed in an initial program theory. The initial program theory is then tested 
and refined.  

Realist synthesis also seeks to describe context-mechanism-outcome (CMO) hypotheses 
around this program theory. These CMO hypotheses describe how contextual features (C) can 
influence mechanisms (M) through which an intervention or strategy are purported to work to 
produce outcomes (O). These CMO hypotheses explore factors such as the way the intervention 
is designed, how it is implemented and in what settings, and the different characteristics of 
recipients. To refine the initial program theory, we sought and synthesized quantitative evidence 
to identify how different contexts trigger different mechanisms that result in different intended 
and unintended outcomes (CMO hypotheses).  

In this realist review, we first identified models of survivorship care and available tools, 
training, and other resources for childhood cancer survivorship care. We then developed an 
initial program theory about how these models of care and resources were intended to achieve 
intermediate and final outcomes. We tested and refined the initial program theory by reviewing 
quantitative evidence evaluating the use of models and resources in practice. We also developed 
CMO hypotheses to explain how different contexts shape the mechanisms through which the 
models of care and resources work.  

Review Approach 
Questions were initially identified by the National Cancer Institute (NCI) and the Agency for 

Healthcare Research and Quality (AHRQ) and focused through a topic refinement process. We 
organized the questions as Contextual Questions (CQs) and realist review questions [or Key 
Questions, (KQs)]. Both the CQs and KQs were addressed through interviews with Stakeholders 
and literature review. The answers to the CQs describe the dimensions of models of care and 
resources for adult survivors of childhood cancer and their families and providers. The theory 
and CMO development process address the KQs by describing how models of care that include 
primary care and relevant resources could be effective. In practice, the theory and CMO 
hypotheses are the “answers” to the KQs. 

Our protocol was posted for public comment by AHRQ, and we have followed the Realist 
And Meta-narrative Evidence Syntheses: Evolving Standards (RAMESES) guidelines in 
reporting our review.12  

Stakeholder Engagement 
We identified nine Stakeholders with a diverse range of perspectives, including clinicians 

with expertise in cancer survivorship and survivorship care, clinicians with expertise in cancer 
survivorship research, and childhood cancer survivorship patient advocates and caregivers. We 
convened small-group meetings of the Stakeholders at three stages throughout the project to help 
clarify the relevant concepts related to models of care and resources (at theory development); to 
present an initial program theory and elicit feedback; and to elicit feedback on the refined 
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program theory and CMO hypotheses. We engaged a realist synthesis expert throughout the 
project, as needed, to provide guidance on realist methods. 

Development of Initial Program Theory 
As with all realist reviews, our methods were iterative and included multiple searches of the 

literature and consultations with the Stakeholders. The objective was to develop an initial 
program theory and then refine it as our understanding grew based on the literature and our 
Stakeholders’ input. For clarity, we use the term “model” to refer to “model of care” and 
“theory” to refer to program theory and existing theories.  

We developed an initial program theory by engaging Stakeholders, considering existing 
theories applicable to the topic, and reviewing literature that described expectations for models 
of care and resources.13, 14 This stage of our review focused on conceptual and “thought” pieces 
regarding how models of care and resources are intended to work, for whom, and in what 
contexts. During this stage we sought evidence from a range of sources (Figure 1, Steps 1 and 2): 

• Information from the team regarding their knowledge of mid-range theories related to 
access to care, knowledge specialization, coordination across the continuum of care, and 
uptake and use of resources.  

• Opinion pieces, editorials, commentaries, and qualitative and mixed-methods studies 
about how models of care and resources are intended to work. 

• Stakeholders’ input on the initial program theory regarding how it did (or did not) reflect 
their experience and understanding of the issues, and on additional theories that may be 
useful for integration.15  

Refinement of Initial Program Theory 

Selection of Documents 
We conducted additional searches to refine our program theory. In these searches we sought 

quantitative evidence that supported or refuted our initial program theory. Where applicable, we 
also incorporated the quantitative findings from mixed-methods studies used in the initial 
program theory development (Figure 1, Step 3). 

We identified relevant quantitative studies by:  
• Searching three databases (PubMed, CINAHL, PsycInfo), 
• Posting a notice seeking information in the federal register,16 
• Conducting a general search of Google Scholar to identify documents relevant to 

‘childhood cancer’ (or related terms) and survivorship, 
• Using snowballing (searching references of studies) and berry picking (finding 

information bit by bit using a range of sources including expert input) to identify 
additional studies.15, 17, 18  

The initial program theory informed search terms for the databases. We did not limit our 
searches by study design or location of study. See Appendix A for the search strategies. 
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Figure 1. Steps from development of the initial program theory to refined program theory 
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To screen abstracts and full-text articles, we followed methods described by Carrieri.19 Each 
abstract was screened by one of the team members. A random sample of the screened abstracts 
was checked by another team member for consistency.  

Data Extraction and Appraisal 
For program theory refinement, we focused on extracting evidence to support or refine 

fragments of the initial program theory or specific CMO hypotheses (Appendix B). We extracted 
study design and purpose; population of interest; and specific cohort, if applicable; as well as 
details on the models and /or resources under investigation. We identified the study variables, as 
defined in the initial program theory; variables with associations; and any other findings as they 
related to the initial program theory. We also drew from study authors’ impressions to inform 
possible CMO associations. Data extraction for each study was completed by one team member 
(Figure 1, Steps 4 and 5). 

Included studies were classified as those making major, medium, or minor contributions in 
informing and testing the program theory.19 Our criteria for classifying studies were adapted 
from the categorization criteria from Carrieri et al., 2018:19 

• Major: Evaluates a model of care or resource for adult survivors of childhood cancer 
• Medium:  

o Provides insights regarding CMO connections in adult survivors of childhood or adult 
cancer and/or  

o Describes, but does not evaluate, a model of care or resource  
• Minor: Conducted in non-cancer contexts but mechanisms could plausibly operate in the 

context of childhood cancer survivorship 
Notably, we found so few studies classified as “major” that, in practice, we prioritized our 

evaluation of the literature by primarily drawing from the literature focused on childhood cancer 
survivors (both during childhood/adolescence/young adulthood and adulthood) and 
supplementing with evidence from adult survivors of adult cancers where relevant and 
informative. 

Studies were also assessed as to whether (1) the data were relevant to the initial program 
theory (relevance) and (2) the research methods supported the conclusions (rigor). 
Considerations of rigor were informed by a set of questions derived from the Critical Appraisal 
Skills Programme (CASP) Checklist for Qualitative Research.20 

The following questions guided consideration of rigor— 
• Are the data credible and trustworthy? 
• Are the methods appropriate to address the research goal? 
• Was the research design justified? 
• Was the data collected to address the research issue? 

The following questions guided consideration of relevance— 
• Is the study population specific to adult survivors of childhood cancer? 
• Is the setting within or outside of the U.S.? 
• Are the findings generalizable to our initial program theory? 

 
Rather than being used to determine inclusion or exclusion, these considerations informed 

how we interpreted the findings and incorporated them into our thinking about CMO hypotheses. 
For example, we included studies of adult survivors of adult cancers, but we gave more weight to 
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studies in our target population. For the question of generalizability to our initial program theory, 
we considered the extent to which the study addressed the variables in our initial program theory 
and how they relate to one another. 

Analysis and Synthesis Process 
We reviewed data extractions during team meetings, first based on the spreadsheet 

(Appendix B) and later using two sets of summary documents. The first set of documents 
summarized findings by study (“Study” documents). The second set of documents summarized 
findings by theme (“Theme” documents). 

The first version of the Study document (Appendix C) was organized by study and included 
the study identification number, design, population (including sample size), and setting. Then, 
for each study, the document summarized the findings from the study related to the initial 
program theory, specifying how variables from the initial program theory were evaluated.  

 In addition to summarizing the study findings with labels of relevant initial program theory 
variables, the Study document also included in italics, speculations by the abstractor regarding 
how the findings related to potential CMO hypotheses (Figure 1, Step 6-9). 

The first version of the Study document organized the studies by focus: 
• Models of care,  
• Combined care models and resources,  
• Survivorship care plans,  
• Workshops,  
• Other resources, and  
• Not specific to care model or resource 

 
and study design and perspective: 

• Randomized controlled trials, 
• Prospective studies, 
• Reports from survivors and providers, 
• Reports from survivors, 
• Reports from providers, and 
• Other study design. 

 
The second version of the Study document was organized with all studies related to 

childhood cancer survivors first, followed by studies from other populations (Appendix C). It 
was this version of the document that was primarily used by the team to develop the CMO 
hypotheses.  

 
We then created a Theme document that organized the findings across studies by topic. For 

example, under Models of Care, we grouped findings related to the following topics:  
• Patient patterns of and satisfaction with care, 
• Patient factors associated with patterns of and satisfaction with care, 
• Provider practices and preferences, 
• Factors associated with provider practices and preferences. 
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In the second version of the Theme document, we “boiled down” the topics into relevant 
themes, such as “who gets care where,” “what care is received,” and “provider preference and 
comfort.” In the third version of the Theme document, we documented impressions based on the 
findings. For example, for the theme of “who gets care where,” we noted the lack of data 
regarding who is being seen where and that there is no consistency in how this is measured or 
reported. We then developed overall themes across topics, such as “childhood cancer survivors 
and primary care providers want oncologists involved in care, though healthier childhood cancer 
survivors might be different in this regard.” The final version of the Theme document added 
relevant findings from the literature regarding adult survivors of adult cancers, using the second 
version of the Study document. 

Through this engagement with the study findings in the various iterations of the Study and 
Theme documents, the team discussed the implications of our findings for (1) refining the 
program theory, (2) updating the list of variables in the program theory, and (3) developing the 
CMO hypotheses.19 

Refined Program Theory 
We conducted a final meeting with our Stakeholders during which we presented our revised 

program theory, including updates to the list of variables, and proposed CMO hypotheses. We 
elicited feedback regarding whether our findings reflected our Stakeholders’ understanding and 
experience. Based on this feedback, we made final revisions to the refined program theory, 
variables, and CMO hypotheses (Figure 1, Step 10). 

Peer Review 
Experts in the fields of cancer survivorship, primary care, oncology, and realist review 

methodology, as well as caregivers, were invited to provide external peer review of the KQs and 
protocol prior to the review. AHRQ and representatives from the NCI also provided comments. 
The draft report was sent to peer reviewers and the Stakeholders, while simultaneously posted on 
the AHRQ website for 4 weeks for public comment. 
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Results 
Results of Searching 

The results of the literature searches are detailed in Figure 2. We identified 899 potentially 
relevant documents in the iterative search for program theory refinement. Of these, 135 met 
inclusion criteria and were included in the final review.  

Figure 2. Results of the literature search 
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Contextual Questions 
The Contextual Questions (CQs) were addressed by existing reviews and opinion pieces and 

through stakeholder input. A list of articles used to address the CQs can be found in Appendix D. 
The effectiveness questions for models and resources are addressed as part of the realist review 
(KQs 1 and 2) where we describe the evidence suggesting in what contexts and via what 
mechanisms models of care that include primary care and resources can be effective.  

CQ1. How is effectiveness defined and measured for survivorship care 
models for adult survivors of childhood cancer? 

We identified, through Stakeholder engagement, a number of ways that effectiveness of 
survivorship care is measured: 

• Loss to followup  
• Surveillance for long-term and late effects of original cancer treatment 
• Concordance with guidelines 
• Communication, transfer of information, and care coordination  
• Survivor returned to informed primary care providers; survivors able to identify 

knowledgeable providers 
• Informed survivors who know what they need 
• Survivors connected with needed resources and services 
• Quality of life 
• Morbidity 
• Costs 
• Mortality 

CQ2. What are the models of survivorship care for adult survivors of 
childhood cancer? 

a. Which of these models include primary care? 
i. What is the evidence of effectiveness of the different models that 

include primary care? 
There is no consistent taxonomy for survivorship models of care, and models of care are 

rarely specifically selected in practice. The literature identified in this review generally provided 
evidence regarding who gets seen where and what care they receive (patterns of care) rather than 
formal evaluations of specific models of care.  

For example, the American Society of Clinical Oncology (ASCO) describes eight different 
models of care, classified primarily based on provider(s) and setting: oncology specialist care, 
multi-disciplinary survivorship clinics, disease/treatment-specific survivorship clinics, general 
survivorship clinics, consultative survivorship clinics, integrated survivorship clinics, community 
generalist model, and shared-care (Table 1).21 All eight of these models may incorporate primary 
care provider (PCP) involvement. This listing is not specific to childhood cancer survivors, but it 
applies to this population. 

However, the models as described by ASCO are rarely reflected in practice and even more 
rarely formally evaluated in research. Rather, what is seen in the literature (and experienced by 
survivors) are more often patterns of care that occur not by design but owing to circumstance. 
Research studies generally have data on patterns of receipt of care for classification of 
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Table 1. Eight models of cancer survivorship care as described by ASCO 
Model Description 
Oncology Specialist 
Care 

• Followup care occurs in the oncology setting with treating oncologist 
• Can be implemented in private practice, community hospitals or cancer centers 
• Can be implemented in disease-specific clinics or modality-specific practices 
• Communication and coordination with PCP 

Multi-Disciplinary 
Survivorship Clinic 

• Care provided by a specialized team (e.g., oncologist, psychologist, cardiologist) in a 
separate clinical area 

• Can be implemented at cancer centers and other facilities with extensive resources 
• Ideal patient populations include: pediatric cancer survivors, AYA survivors and adult 

survivors of pediatric cancer* 
• Communication and coordination with PCP 

Disease/Treatment-
Specific Survivor 
Clinic 
 

• Care can be provided by a physician, NP, PA, or multispecialty team 
• Care provided in oncology setting 
• Can be developed for a common diagnosis, such as breast cancer, or treatment 

modality, such as stem cell transplant 
• Can be developed in private practice, community hospital, or cancer center 
• Communication and coordination with PCP 

General Survivorship 
Clinic 

• Care can be provided by MD, NP, or PA (not multispecialty) 
• Can be implemented at a cancer center, community hospital, or private practice 
• Communication and coordination with PCP 

Consultative 
Survivorship Clinic 

• Care can be provided by MD, NP, or PA 
• One-time visit with no followup, but has potential for another visit 
• Ideal for providing treatment summary and care plan 
• Can be implemented at a cancer center, community hospital, or private practice 
• Communication and coordination with PCP  

Integrated 
Survivorship Clinic 

• Embedded in the treatment focused oncology setting 
• Care can be provided by an MD, NP, or PA 
• Care is ongoing 
• Can be implemented at a cancer center, community hospital, or private practice 
• Provider communicates and coordinates care with PCP and specialists as needed* 

Community 
Generalist Model 

• Survivorship care is provided by PCP, NP, or PA 
• Care setting can be at a healthcare system or private practice 
• Communication and coordination with PCP 

Shared-Care of 
Survivor 

• Care for all survivors is coordinated between oncology specialist, and PCP generalists* 
Without Transition  
• Followup care occurs in oncology setting 
• Can be implemented at a cancer center, community hospital, or private practice 
With Transition 
• Consultation with the oncology specialists occurs as needed  
• At a predetermined time, care is transitioned to the PCP only 

* related to childhood cancer survivors 
ASCO = American Society of Clinical Oncology; AYA = adolescent/young adult; MD = medical doctor; NP = nurse practitioner; 
PA = physician’s assistant; PCP = primary care provider.
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models (rather than studying formal models), and these studies tend to use broader categories. 
For example, using data from the Childhood Cancer Survivor Study, Nathan et al. organized 
receipt of healthcare as follows: no healthcare, general medical care, general survivor-focused 
care, and risk-based survivor-focused care.7 Oeffinger et al. focused on healthcare system 
interactions: general contact, general physical examination, cancer-related medical visit, and 
cancer center visit.22 Mueller et al. organized care by provider type seen: PCP, specialty care 
physician, nurse practitioner/physician’s assistant, and survivorship clinic team.23 Surveys of 
pediatric oncologists, family physicians, and general internists have asked about categories such 
as continued care in pediatric oncology, referral to primary care, shared-care with primary care, 
and followup through a specialized long-term followup program.24-26 One systematic review 
simply categorized models as general practitioner (GP) led versus shared care between a GP and 
pediatric oncology or a late-effects clinic.27 Thus, the taxonomy as proposed by ASCO is more 
theoretical than practical or evaluable. 

Therefore, in this review, we aimed to identify the defining characteristics of models of 
survivorship care, based on how they occur in practice and how they are presented in the 
literature. In discussions, Stakeholders described several aspects defining different models of 
care, including: 

• Longitudinal versus one-time clinics 
• Location where care is delivered (e.g., cancer center clinics vs. community care) 
• Who delivers the care (e.g., doctor, advance practice provider, nurse, or combination 

thereof) 
• Degree of specialized survivorship knowledge – applies to both PCPs and oncologists 
• Role of PCPs who specialize in care of cancers survivors and may be integrated in a 

cancer center, located at a community hospital, or in a private practice 
o Either solo or part of an internal medicine-based survivorship clinic 

 
Using the information from the literature and discussion with Stakeholders, we defined four 

dimensions describing models of survivorship care: 
• Particular expertise in survivorship? [yes/no/unclear] 

o Is the survivorship expert trained in oncology, primary care, other, unclear? 
o Is the survivorship expertise MD, NP/PA, multidisciplinary, unclear? 

• Role of PCP [main provider of survivorship care, provides survivorship care under the 
guidance of survivorship expert, provides primary care with no particular attention to 
survivorship, unclear] 

• Access to academic/cancer center support for survivors and/or providers [yes/no/unclear] 
• Consultative versus longitudinal or unclear 
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CQs 3 and 4. What survivorship care resources are available for adult 
survivors of childhood cancer and their families or to providers who care for 
adult survivors of childhood cancer? 

a. What are the intended outcomes of the different resources available 
for adult survivors of childhood cancer and their families or their care 
providers? 

b. What is the evidence of effectiveness of the different resources 
available for adult survivors of childhood cancer and their families or 
their care providers? 

c. What are the monetary costs to access these resources? 
In contrast to the taxonomy for the models of survivorship care, the taxonomy for the 

tools/training/processes/other resources (hereinafter “resources”) is more straightforward. 
Surveys conducted by Nathan et al. and Suh et al. have asked about the value of options such as 
survivor-specific standardized letters; long-term followup guidelines; expedited routes of contact 
for consultation, re-referral, and support services; and websites, medical education, and 
pamphlets.25, 26 A systematic review by Singer et al. identified a well-organized transition, a 
treatment summary, a survivorship care plan (SCP), the education of generalist providers, and 
guidelines as components of successful followup.27  

We identified 40 resources available to both survivors and providers (see Appendix E for full 
listing and description of each resource identified). Of these, 23 resources are survivor-specific, 
12 are provider/researcher-specific, and 5 are meant for use by both. In addition, we identified 
nine U.S. guidelines (8 physician-specific, and 1 survivor-specific), and 6 international 
guidelines (5 physician/researcher-specific, and 1 meant for both). Based on feedback from the 
Stakeholders we identified resources that were free to both survivors and providers. According to 
our Stakeholders, resources are most helpful if they are easy to access, user-friendly, known to 
survivors and providers, from trustworthy sources, and valued by survivors and their families 
(e.g., asking for updates to treatment summary). 

Development of Initial Program Theory 
We developed an initial program theory based on input from the Stakeholders and a review 

of the literature. The final products from this initial process are a variable list and initial program 
theory, which are shown in Appendixes F and G and Figure 3, respectively. Below, we describe 
the iterative process that produced these final products. In our discussions with Stakeholders, we 
used the term ‘patient’ but use the term ‘survivor’ throughout the report. 

Discussion With Stakeholders 
In our first round of discussions, the Stakeholders provided their input on (1) what models of 

care and resources are available to support survivorship care for childhood cancer survivors and 
(2) how effectiveness is defined for these models and resources. Based on this initial round of 
discussions, we also determined that this realist review would focus on adult survivors of 
childhood cancer only, as the models of care and resources for survivors while still children or 
adolescents are substantially different. 

The Stakeholders identified a number of factors that influence the delivery of survivorship 
care to childhood cancer survivors. The fractured U.S. healthcare system and availability of 
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financial and other resources were identified as key variables at the system, provider, and 
survivor level. In addition, coordination of care – among primary care and specialty providers, 
and between providers and survivors – influences the care that is delivered/received and whether 
and when transition to primary care occurs. The Stakeholders also noted the importance of 
survivor-specific characteristics, such as developmental age and time since diagnosis, complexity 
of the diagnosis and treatment(s), current effects of treatment, and risk for late effects. 

In terms of effectiveness, the Stakeholders identified mortality, morbidity, quality of life, and 
costs as the key final outcomes of interest, summarized as “Survivors live longer and feel better 
through high-value care.” They also noted a number of intermediate outcomes, including loss to 
followup; surveillance for late effects of original cancer treatment and concordance with 
guidelines; communication, transfer of information, and care coordination; returning survivors to 
an informed PCP/helping survivors identify knowledgeable providers; ensuring survivors know 
what they need; and connecting survivors with resources and services. Some additional factors 
related to resource effectiveness include that they be easy to access, user-friendly, known, and 
trusted. In combination, the intended effects of the models of care and resources were 
summarized as “Survivors feel confident about sharing their history, know their risks, recognize 
symptoms and problems, understand the care they need, are aware of the resources available to 
help them, and can access relevant care and services.” 

Literature Review 
We searched the literature for existing mid-range theories that could inform our 

understanding of the relationships among the key factors identified by the Stakeholders. We also 
reviewed editorials, commentaries, qualitative, and mixed methods studies to further elucidate 
our understanding of the key factors, as well as the purported mechanisms and outcomes, for 
childhood cancer survivorship models of care and resources. 

The Andersen Behavioral Model of Health Services Use28 best fit the identified factors from 
the initial discussions with Stakeholders. In particular, this version of the Behavioral Model of 
Health Services Use describes how environmental factors (healthcare system, external 
environment) relate to population characteristics (predisposing characteristics, enabling 
resources, need) that influence health behavior (personal health practices, use of health services) 
that lead to outcomes (perceived health status, evaluated health status, consumer satisfaction). 

With minor modifications, we were able to fit the key factors identified by the Stakeholders 
into the Andersen model categories. Modifications included referring to “individual 
characteristics” rather than “population characteristics,” renaming “enabling resources” as 
“facilitators/barriers,” separating survivor and provider health behaviors, and adding “cost” as an 
outcome. 

We then organized our quantitative literature review according to the categories from the 
modified Andersen model (e.g., environment, individual characteristics, health behaviors, and 
outcomes). The goal was to identify variables in each of these categories that describe and affect 
the contexts, mechanisms, and outcomes of childhood cancer survivorship models of care and 
resources.  

Developing Initial Program Theory 
As shown in Appendixes F and G (initial program theory iterations) and in Figure 3 (refined 

program theory), we have separated the health system/provider factors (shown in yellow) from 
the patient factors (shown in blue), with the overall environment (shown in white) as the 
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background. The models of care and resources sit at the intersection of health system/provider 
factors and patient factors and are shown in green. We describe the healthcare system attributes 
and provider factors in yellow and the patient characteristics and needs in blue. The modifiable 
facilitators/barriers on both the health system/provider side and survivor side are shown in peach. 
Intermediate outcome and process measures (provider health practices; survivor health service 
use/behaviors) are displayed in light gray, with the final outcomes displayed in dark gray. Each 
of these aspects of the program theory are described in more detail below. 
On the health system/provider side, healthcare system factors (e.g., degree of fragmentation and 
integration, availability of financial and other resources, availability of needed specialists) set the 
stage for provider factors, including characteristics, facilitators/barriers, and practices. Key 
provider characteristics include specialty (e.g., oncology, primary care) and years in practice. 
The provider facilitators and barriers of survivorship care include financial and other resources 
(e.g., staffing, time, reimbursement); providers’ relationships with survivors; willingness to 
transition/accept care for cancer survivors; knowledge about survivorship, generally, and 
particular survivor’s needs; awareness of survivorship resources/guidelines; comfort with 
treating childhood cancer survivors; and communication/care coordination between and among 
providers and survivors. Provider health practices include returning survivors to an informed 
PCP/helping survivors identify knowledgeable providers (and PCPs accepting survivors into 
their practice and learning about their survivorship needs), connecting survivors with resources 
and services, conducting guideline-concordant surveillance for long-term and late effects, 
managing symptoms/late effects, educating survivors about late effects, assessing psychosocial 
needs and providing psychosocial support, counseling survivors on healthy behaviors, 
coordinating care, and referring to appropriate specialists (medical, legal, financial). 

On the survivor side, key characteristics identified include age at treatment and 
developmental age, time since and complexity of diagnosis and treatment, race and gender, life 
transitions (e.g., moving), and genetics. Key needs are the presence of chronic medical 
conditions and the risk for/severity of late effects. Survivor facilitators/barriers of survivorship 
care include financial and other resources (e.g., insurance, time, transportation), willingness to 
transition away from cancer providers, knowledge about their treatment and followup care needs, 
psychosocial factors (e.g., fear of recurrence, anxiety, depression), autonomy/personal 
responsibility/self-reliance, and degree of family/parental/partner support for followup care. 
Relevant survivor health services use includes receiving surveillance for long-term/late effects of 
original cancer treatment and preventive care; receiving social support, nutritional, rehabilitative, 
and fertility preservation services; emergency department visits and hospitalizations; and 
whether the survivor is lost to followup. Health behaviors include use of alcohol/tobacco/drugs 
and physical activity. 

The provider health practices and survivor health services use/behaviors represent the 
intermediate outcomes as described by the Stakeholders “Survivors feel confident about sharing 
their history, know their risks, recognize symptoms and problems, understand the care they need, 
are aware of the resources available to help them, and can access relevant care and services.” 
These outcomes lead to the final outcomes of health status, satisfaction, and costs, or as 
described by the Stakeholders, “Survivors live longer and feel better through high-value care.”  

This initial program theory was shared with the Stakeholders in a second round of 
discussions. The Stakeholders broadly supported the theory and felt that it accurately and 
comprehensively described the influence of models of care and resources for childhood cancer 
survivors. They suggested minor additions to the list of variables. For example, on the health-
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system/provider side, they noted the impact of crisis events such as the COVID-19 pandemic, 
and how these can influence care delivery in important ways. They suggested that concordance 
of race, language, and culture between providers and survivors could be important and 
recommended that the general category of survivor social determinants of health be added. 
Regarding financial aspects, they noted that incentives (both financial and related to quality 
programs) could play a role on the provider side and that financial costs on the survivor side 
include reimbursement and ability to pay their co-pays. For survivors, coordination of multiple 
specialists was identified as a particular challenge. Other comments primarily related to the 
refinement of how variables were listed. 

Refinement of Initial Program Theory 
To refine the initial program theory, we sought quantitative evidence and evaluated whether 

the evidence supported, refuted, or suggested revisions to our initial program theory. Here, we 
describe how we updated the variable list (Appendix F) and revised the initial program theory 
(Appendix G) based on the quantitative literature to develop our refined program theory (Figure 
3). 

There was at least some evidence addressing almost all of the variables in our initial list. The 
variables most commonly found in the literature we reviewed included oncology versus primary 
care specialty; cancer type and complexity of diagnosis; survivor age, race, and gender; survivor 
and provider financial and other resources; survivor and provider knowledge about childhood 
cancer survivors’ needs generally, and about particular survivor’s needs; provider comfort with 
treating childhood cancer survivors; communication and coordination between and among 
providers and survivors; delivery/receipt of prevention and surveillance of long-term and late 
effects of original cancer treatment; and quality of life/health status and satisfaction. Variables 
that were seen less frequently include crisis events, genetics, emergency department visits, 
hospitalizations, and costs. 

The literature also identified some factors that we added to our list of variables. Under 
Environment, we added regional differences. Under Provider Characteristics, we added gender 
and survivor volume. Under Survivor Characteristics, we added cancer type, current age, marital 
status, and work status; we also clarified that time since diagnosis represents both longitudinal (5 
years vs. 10 years from diagnosis) and calendar (e.g., diagnosed in 1985 vs. 1999) time. Under 
Survivor Facilitators/Barriers, we added awareness and availability of (culturally appropriate) 
resources. 

The most important substantive change made to the initial program theory was the addition 
of an intermediate outcome focused on PCPs. Specifically, our initial steps had identified as the 
intermediate outcome that “Survivors feel confident about sharing their history, know their risks, 
recognize symptoms and problems, understand the care they need, are aware of the resources 
available to help them, and can access relevant care and services.” The evidence in the literature 
demonstrated that there is also an important provider component as an intermediate outcome, 
which is “PCPs understand a survivor’s history, know the survivor’s risks, recognize symptoms 
and problems, understand the care survivors need, are aware of the resources available to help 
them, and can access relevant care and services.” 

In the final round of Stakeholder discussions, we reviewed these findings with the 
Stakeholders, who reported that our results were consistent with their understanding based on 
their experiences with and expertise in childhood cancer survivorship care. 
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Figure 3. Refined program theory 

 
PCP = primary care provider; PTSD = post-traumatic stress disorder.
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Realist Review Key Questions 1 and 2 
Key Question (KQ) 1. For whom and under what circumstances could 
different survivorship care models for adult survivors of childhood cancer 
(cancer diagnosed prior to age 21 years old) that include primary care be 
effective?  

a. What are the key mechanisms by which these models could be 
effective? 

b. What are important contexts that determine whether different 
mechanisms could be effective? 

KQ2. For whom and under what circumstances could different survivorship 
care resources for adult survivors of childhood cancer be effective in 
achieving their intended outcomes?  

a. For survivors and their families 

i. What are the key mechanisms by which these resources could 
lead to their intended outcome? 

ii. What are important contexts that determine whether different 
mechanisms could lead to outcomes?  

b. For care providers 

i. What are the key mechanisms by which these resources could 
lead to their intended outcome? 

ii. What are important contexts that determine whether different 
mechanisms could lead to outcomes?  

Development of Context-Mechanism-Outcome Hypotheses 
To address the realist review KQs related to the contexts and mechanisms associated with 

effective models of care that include primary care (KQ1) and of resources (KQ2) used to achieve 
outcomes, we abstracted information supporting or refuting our program theory from the 
quantitative literature and developed seven context-mechanism-outcome (CMO) hypotheses. 
Because the CMOs related to the models of care and resources were closely linked, we addressed 
these KQs jointly. We also noted that the realist review KQ regarding models of care was not 
whether models of care that include primary care are effective for adult survivors of childhood 
cancer but, rather, in what contexts and via what mechanisms they could be effective.  

These CMO hypotheses were primarily developed based on evidence from literature 
describing childhood cancer survivors (both during childhood/adolescence/young adulthood and 
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adulthood), though we also drew from evidence regarding adult survivors of adult cancers where 
relevant and informative. For each CMO, we provide example evidence from the literature that 
supports, and in some cases, refutes, the hypothesis. As with all realist reviews, the evidence is 
provided for illustrative purposes and is not intended to be a comprehensive summary.  

Context-Mechanism-Outcome Hypotheses Focused on Survivor 
Intermediate Outcomes 

Four CMO hypotheses focus on the survivor intermediate outcome of “Survivors feel 
confident about sharing their history, know their risks, recognize symptoms and problems, 
understand the care they need, are aware of the resources available to help them, and can access 
relevant care and services,” as shown in Table 2. 

Table 2. Context-mechanism-outcome hypotheses regarding how models of care that include 
primary care could be effective, focusing on intermediate outcomes for the survivor 

In the CONTEXT of This MECHANISM … Produces OUTCOME 
(Intermediate) 

OUTCOME  
(Final) 

A) the availability of 
survivorship care plans, 
guidelines, and other 
resources 

A1) improved survivor knowledge  
 
A2) information available to 
share with PCP to inform delivery 
of survivorship-related care 

Survivors can share 
their history, know their 
risks, recognize 
symptoms and 
problems, understand 
the care they need, are 
aware of the resources 
available to help them, 
and can access relevant 
care and services. 

Survivors live 
longer and feel 
better through 
high-value care. 

B) healthier survivors 
(perceived or actual) 

B) less perceived/actual need for 
survivorship-related care 

Survivors can share 
their history, know their 
risks, recognize 
symptoms and 
problems, understand 
the care they need, are 
aware of the resources 
available to help them, 
and can access relevant 
care and services. 

Survivors live 
longer and feel 
better through 
high-value care. 

C) survivors engaged in 
healthcare system 

C) improved knowledge Survivors can share 
their history, know their 
risks, recognize 
symptoms and 
problems, understand 
the care they need, are 
aware of the resources 
available to help them, 
and can access relevant 
care and services. 

Survivors live 
longer and feel 
better through 
high-value care. 

D) survivor confidence in 
PCPs 

D) willingness to transition care Survivors can share 
their history, know their 
risks, recognize 
symptoms and 
problems, understand 
the care they need, are 
aware of the resources 
available to help them, 
and can access relevant 
care and services. 

Survivors live 
longer and feel 
better through 
high-value care. 

PCP = primary care provider. 
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Context A: SCPs, Guidelines, and Other Resources 
In the literature, we found that the availability of SCPs, guidelines, and other resources led to 

the survivor-focused intermediate outcome via two mechanisms: (1) survivors have improved 
knowledge regarding their care needs and (2) survivors have information to share with their 
PCPs to inform delivery of survivorship-related care.  

We also identified four sub-themes related to the sharing of information through these 
resources: (1) improved knowledge can be both beneficial and detrimental, (2) resources have 
bigger impacts on survivors with lower knowledge at baseline, (3) issues regarding resource 
“dose,” and (4) gender differences in engagement with and impact of resources.  

Mechanism A1: Improved Knowledge for Survivors 
Regarding the first mechanism, in a survey of 1,395 adolescent/young adult survivors, Shay 

et al. found that SCPs and/or followup care instructions were significantly associated with lower 
odds of survivors reporting unmet needs around information about topics such as late effects of 
treatment, fertility, and recurrence concerns.29 As another example, childhood cancer survivors 
2-years post-treatment who were given a passport card describing diagnosis, treatment, risks, and 
recommended followup were more likely to demonstrate improved knowledge versus survivors 
without a passport.30 A third study, conducted by Yan et al., found that possession of an SCP 
among high-risk survivors was associated with increased adherence to breast, skin, and cardiac 
surveillance.31 These studies support the role of SCPs, guidelines, and other resources in 
improved knowledge for survivors. 

Mechanism A2: Transfer of Information to PCPs 
Regarding the second mechanism, there was also evidence that survivors valued the 

information from SCPs and other resources to share with their other providers. For example, in a 
study of 111 adult survivors of pediatric and young adult cancer, 95 percent reported 
understanding everything on the treatment summary, 83 percent found it extremely or 
moderately valuable, and 95 percent found the SCP helpful in understanding the plan for their 
care.32 In addition, of 30 respondents who had visited an outside provider since getting the SCP, 
one-third gave the provider a copy of the form and 44 percent gave a copy to someone in their 
personal circle. However, intentions to share the SCP do not always translate into action. In a 
cohort study of 20 families of a child with acute lymphoblastic leukemia, 95.75 percent of 
parents reported intending to share the SCP with someone, but only 60.9 percent had done so at 
the third followup, and only 35 percent of those with a PCP had shared it with them by Time 3.33 

In a prospective one-arm study assessing SCP and information provision in 62 childhood 
cancer survivors at increased risk for late effects, nearly half of those who had seen a physician 
since SCP receipt had shared it; most who had not seen a physician planned to share the SCP 
when they did.34 Further, the investigators found that PCPs seemed too busy to be involved in the 
study or to utilize the resources offered to them directly, but they ordered tests when the survivor 
presented them with information on risks. In a study of 5,661 adult survivors of childhood 
cancer, Steele et al. found that discussing cancer-related risks with a doctor is the strongest 
predictor of getting screened for late effects and that the physician’s access to the survivor’s 
cancer treatment summary significantly predicted screening for relevant health risks.35 Based on 
these findings, the authors discuss the importance of communication between survivors and 
providers regarding receipt of appropriate care and the role of resources, such as treatment 
summaries, in promoting this communication.  
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Key points that emerge from this literature are that (1) survivors see value in the information, 
and intend to share it, but do not always do so and (2) providers have limited capacity to engage 
with resources but, when information is shared with them in an effective way, it can lead to 
improved care delivery. 

Context A, Subtheme 1: Benefits and harms of information. An important theme in the 
literature about resources and the information they provide is that they can be both beneficial and 
detrimental. For example, the Spain et al. study of adult survivors of pediatric and young adult 
cancer found that 14 percent reported being concerned by the SCP as a whole, and 28 percent 
were concerned by potential late effects.32 

A randomized controlled trial (RCT) of SCPs in gynecologic cancer survivors (not childhood 
cancer survivors) investigated this issue in greater depth. In this Dutch study of an electronic 
medical record-generated SCP for survivors of ovarian and endometrial cancer, endometrial 
cancer survivors in the SCP arm reported greater concern about their illness, more emotional 
effects, and more symptoms.36 Similarly, the ovarian cancer survivors in the SCP arm reported 
less trust that the treatment would cure their disease.37 The authors noted that these negative 
outcomes are not necessarily bad. For example, the endometrial cancer survivors had more 
cancer-related contact with their PCPs, which the authors speculated relates to the survivors’ 
greater awareness of cancer-related symptoms and the possibility that having the SCPs 
empowered them to seek out the necessary support.36 They also suggest that healthcare providers 
may be reluctant to share information about potential late effects to avoid such negative 
consequences, but that avoidance of the issue may limit the survivor’s awareness and 
empowerment. For the ovarian cancer survivors, the authors note that the decreased belief in the 
potential for cure gleaned from the SCP may be more realistic, but that it is an issue providers 
may be reluctant to address.37 

In an analysis of 7,917 cancer survivors (unspecified if childhood or adult cancer survivors) 
who participated in the Cancer Survivorship Module of the 2010 Behavioral Risk Factor 
Surveillance System, Jabson et al. found a similar association. Specifically, they found that 
survivors who had received a treatment summary, followup care instructions, or both were more 
likely to report pain.38 The authors note that the documents might heighten cancer survivors’ 
awareness and reporting of cancer-related pain; alternatively, it could be that patients who 
undergo more extensive treatment are more likely to both experience pain and receive a 
treatment summary and followup care instructions. A different analysis by Jabson, this one in 
3,541 cancer survivors who participated in a 2010 LIVESTRONG online survey, had different 
findings.39 In this population, they found that survivors who received followup care instructions 
reported 25 percent fewer late effects. In this paper, they hypothesized that cancer survivors who 
receive followup care instructions become more aware of the symptoms of late effects sooner, 
leading them to obtain care earlier and resulting in them reporting fewer problems.  

The authors of the Dutch RCT in gynecologic cancer survivors conducted a followup 
analysis that examined how different preferences for information affected the impact of SCPs.40 
They compared “monitors,” who desire information about their disease to “blunters,” who avoid 
information. SCPs were more beneficial to monitors across the board, but particularly those who 
did not have easy access to other information sources, such as the internet. For blunters, those in 
the SCP arm reported a greater impact of the disease on life and more concerns about the illness 
compared with blunters in the control arm.  

These studies raise two Key Questions: (1) when harms are found, is it because the 
information is causing unnecessary concern, or leading to a more realistic understanding of the 



 

23 

implications of the cancer and (2) to what extent should delivery of information be tailored to the 
preference of the survivor? 

Context A, Subtheme 2: Resources have greater impact for survivors with lower 
baseline knowledge. Several studies have found that resources improved knowledge more in 
survivors who knew less. For example, in one study of adult survivors of childhood cancer, new 
patients were more likely to report learning new information from the SCP compared with return 
patients.32 In a different study, which tested a survivorship clinic visit intervention in 369 adult 
survivors of childhood cancer, survivors with the lowest knowledge of therapy and therapy-
related health risk at baseline had the greatest gains.41  

Papers with similar findings in adult survivors of adult cancers have posited that the failure 
of resources to demonstrate impacts may be due in part to high levels of knowledge and/or few 
or no needs in the populations being studied.42, 43 

These findings raise the question of whether resources should be targeted to survivors who 
have information deficits or needs and as described above, for whom the resource will be 
beneficial rather than detrimental. 

Context A, Subtheme 3: Resource “dose.” An important consideration in implementing 
resources is that they deliver a sufficient “dose” to be effective. Several studies noted that failure 
to find an effect of the studied resource may have been related to an insufficient dose. For 
example, Hudson et al. found that a brief, broad-based risk counseling intervention did not 
achieve a substantial long-term change in knowledge, health perceptions, or health practices in 
childhood cancer survivors.44 Similarly, Steele et al. found that their “relatively weak 
intervention dose” of a targeted (not tailored) page of information in a newsletter did not lead to 
increased medical followup in at-risk pediatric cancer survivors. They also noted that tailored 
information is more consistently effective, though effects are small.35  

As an example from studies of adult survivors of adult cancers, Turner et al. suggested that 
timing or insufficient “dose” may have led to the null findings in their trial of a Head and Neck 
Cancer Survivor Self-Management Care Plan.45 

More evidence is needed to confirm whether more intensive interventions lead to greater 
resource effectiveness. However, even if confirmed, as discussed below regarding providers, 
practical considerations limit how much time and effort a resource can involve. 

Context A, Subtheme 4: Gender differences. One final subtheme identified in the literature 
was differences in gender regarding engagement with and impact of resources. For example, 
Hudson et al. found that female childhood cancer survivors had a statistically significantly 
greater improvement in knowledge following a multi-component risk-counseling intervention 
versus males, though the difference was small.44 Similarly, in the Steele et al. study in childhood 
cancer survivors comparing two approaches for sharing information via a newsletter, more 
women (72 percent) than men (59 percent) reported reading the newsletter.35 In the Oeffinger et 
al. single-arm study of high-risk childhood cancer survivors, more women than men visited the 
study website that provided survivorship resources.34  

These results raise questions regarding whether resources should be tailored to different 
groups (e.g., males vs. females) based on how they engage and use them. 

Context B: Survivors Who Perceive Themselves To Be, or Are Actually, 
Healthier 

A different context in which models of care that include primary care could be effective for 
childhood cancer survivors is when survivors perceive themselves to be – or are actually – 
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healthier. This CMO hypothesis is consistent with the National Academy of Medicine (NAM) 
report’s recommendation for risk-adjusted followup care.8 

In one analysis of 6,176 survivors from the Childhood Cancer Survivor Study, survivors who 
reported no morbidity at baseline were less likely to report receiving care at followup, whereas 
survivors who reported any chronic health condition at baseline were more likely to report care 
at followup.46Another analysis of the Childhood Cancer Survivor Study found that survivors who 
received more intensive therapy; those with a severe, life-threatening, or disabling chronic 
condition; and those who reported worse cancer-related pain were more likely to have received 
care.7 Klosky et al. found that one factor associated with non-attendance at the St. Jude followup 
clinic for childhood cancer survivors was having had no additional cancer event.47 

In a survey of 160 Swiss adolescent/young adult survivors, non-attenders of followup were 
more likely to rate models of care involving a GP or via telephone/questionnaire higher than 
attenders.48 Because non-attenders were also less likely to report late effects than attenders of 
followup, we believe this finding provides support to the hypothesis that models of care that 
include primary care could be effective for survivors who are healthier. In another study of 
childhood cancer survivors, low perceived need for care was a key factor highlighted for not 
engaging in care.49 Guilcher et al. conducted a survey of 16 pediatric hematology/oncology 
programs regarding long-term followup care programs for childhood cancer survivors in Canada. 
They found that the key factors associated with followup in a formal adult late effects program 
were existing late effects, higher risk for adult onset late effects, and time from completion of 
therapy;50 one would expect the converse factors to be associated with followup in primary care 
(or, perhaps, no followup).  

This evidence raises two issues regarding the risk-based followup care recommended by the 
NAM. First, attendance at clinic is not equivalent to need for care. Some low-risk survivors may 
be unwilling to transfer care if, for example, they do not have confidence in their PCP to provide 
care (as described below). Second, non-attendance at clinic is not equivalent to no need for care. 
Some of the survivors classified as non-attenders may not have been fully aware of their risk for 
late effects. This theory is supported by an RCT that investigated a tailored counseling 
intervention in 472 Childhood Cancer Survivor Study participants at-risk for cardiomyopathy.51 
While more survivors (52.2 percent) in the intervention arm completed cardiomyopathy 
screening compared with controls (22.3 percent), one of the reasons cited for not getting 
screened was not perceiving it as important. Notably, screening detected cardiomyopathy or 
other abnormalities consistent with evolving cardiac dysfunction in over 20 percent of those 
screened. 

The key points that emerge from these findings is that survivors who are healthier may be 
more comfortable with followup in primary care. However, perceived health need is not the same 
as actual health need, and survivors who do not understand their risks for long-term and late-
effects may not be receiving recommended screening and needed care. 

Context C: Survivors Who Are Engaged in the Healthcare System 
Based on the literature, being engaged in the healthcare system (e.g., physician visits) 

provides another context in which survivors can gain the knowledge they need and receive 
appropriate care, though certainly not universally. For example, among 106 young adult 
survivors of childhood cancer, 63.2 percent reported that, during their last clinic visit, a provider 
discussed any symptoms related to their cancer, with less than half reporting that they promoted 
adherence to care recommendations, interest in reproduction, social support, and mental health 
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issues.52 A Swedish study of 213 young adult survivors of childhood acute lymphoblastic 
leukemia found that respondents who had no regular contact with healthcare services were more 
likely to report that they had not received knowledge, treatment strategies, or guidance for 
coping with physical changes.53 In addition, satisfaction with level of contact was associated 
with reporting receipt of knowledge and treatment strategies regarding physical changes – those 
who were more satisfied were more likely to report receipt. Nevertheless, even among the 
respondents who were satisfied with the level of contact, only a minority reported receiving 
sufficient knowledge and treatment strategies about physical changes. Regarding receipt of care, 
Yan et al.’s study of childhood cancer survivors found that having a cancer-related check-up in 
the past 2 years was associated with increased surveillance for breast, skin, and cardiac late 
effects; visiting a doctor more than five times in the past 2 years was associated with increased 
surveillance for skin and cardiac late effects.31 Importantly, the sociodemographic factors 
consistently associated with childhood cancer survivors not being engaged in care include male 
sex, lack of insurance, lower income, race (non-White or other), and less education.7, 46, 47, 52 

These findings provide insights regarding the pathways to appropriate receipt of care; it 
seems that survivors who are engaged with the healthcare system learn more about their care 
needs and are more likely to receive appropriate care. 

Context D: Survivors Who Have Greater Confidence in Their PCPs 
A final context describes how survivors who are confident in their PCPs might be more 

willing to transition their care. In the Stakeholder discussions, one of the Stakeholders noted that 
it is important that the survivor’s “emotional/physical escorts” (e.g., their parents or partners) 
also be confident in primary care for the transition to occur. 

The evidence regarding this CMO hypothesis actually supports the converse: survivors are 
not confident in PCPs and prefer models of care that include cancer specialists. For example, in 
an Australian survey of 633 parents of childhood cancer survivors, adolescent/young adult 
survivors, and older survivors of childhood cancer, it was found that hospital-based survivorship 
care—involving an oncologist or other clinic doctor, cancer survivorship nurse, or team—was 
the first choice of 97 percent of parents, 88 percent of adolescent/young adults, and 86 percent of 
older survivors.54 They had lower confidence in PCPs. Similar findings were seen in a survey of 
160 Swiss adolescent/young adult survivors, who rated medical oncologist involvement most 
highly for survivorship care.48 The authors noted that, even though the respondents were 
surveyed at least 5 years after diagnosis, their biggest concerns were cancer relapse and 
occurrence of late effects. They speculate that survivors may perceive medical oncologists as 
best suited to deal with these issues. An alternate perspective is provided from a survey in the 
Netherlands of 133 adult survivors of childhood cancer.55 In this study, 88 percent of survivors 
were satisfied with the care given by local family doctors, and only 14 percent thought their local 
family doctor’s knowledge of their medical history was inadequate.  

The limited evidence regarding this CMO hypothesis suggests that work is required to 
increase the confidence of cancer survivors in PCPs to facilitate models of care that include 
primary care. 

Context-Mechanism-Outcome Hypotheses Focused on Provider 
Intermediate Outcomes 
Three of our CMO hypotheses focus on the provider intermediate outcome of “PCPs understand 
a survivor’s history, know the survivor’s risks, recognize symptoms and problems, understand 
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the care survivors need, are aware of the resources available to help them, and can access 
relevant care and services,” as shown in Table 3. Several Stakeholders commented that all three 
CMO hypotheses relate to PCPs obtaining the knowledge needed to appropriately care for 
childhood care survivors – either through SCPs, guidelines, and resources; shared-care with an 
oncologist; or greater experience caring for childhood cancer survivors. 

Table 3. Context-mechanism-outcome hypotheses regarding how models of care that include 
primary care could be effective, focusing on intermediate outcomes for the primary care provider 

In the CONTEXT of This MECHANISM … 
Produces 

OUTCOME 
(Intermediate) 

OUTCOME  
(Final) 

A) the availability of 
survivorship care plans, 
guidelines, and other 
resources 

A) information available to 
guide the PCP in delivering 
survivorship-related care 

PCPs understand a 
survivor’s history, know 
the survivor’s risks, 
recognize symptoms 
and problems, 
understand the care 
survivors need, are 
aware of the resources 
available to help them, 
and can access relevant 
care and services. 

Survivors live 
longer and feel 
better through high-
value care. 

B) PCP shared-care with 
oncologist 

B) support from the 
oncologist to aid the PCP in 
delivering survivorship-related 
care 

PCPs understand a 
survivor’s history, know 
the survivor’s risks, 
recognize symptoms 
and problems, 
understand the care 
survivors need, are 
aware of the resources 
available to help them, 
and can access relevant 
care and services. 

Survivors live 
longer and feel 
better through high-
value care. 

C) more experience 
caring for childhood 
cancer survivors 

C) greater comfort caring for 
childhood care survivors 

PCPs understand a 
survivor’s history, know 
the survivor’s risks, 
recognize symptoms 
and problems, 
understand the care 
survivors need, are 
aware of the resources 
available to help them, 
and can access relevant 
care and services. 

Survivors live 
longer and feel 
better through high-
value care. 

PCP = primary care provider 

Context A: SCPs, Guidelines, and Other Resources 
For providers, we found that the availability of SCPs, guidelines, and other resources work 

through the mechanism of having information available to guide the PCP in delivering 
survivorship-related care.  

Multiple studies have documented the value that PCPs place on resources to support their 
delivery of survivorship care. In one survey, internists (n=1,110) and family practitioners 
(n=1,024) rated highly long-term followup guidelines and survivor-specific standardized letters 
from specialists with followup recommendations for supporting their delivery of survivorship 
care to childhood cancer survivors.25, 26 Similarly, another survey of 351 general internal 
medicine and family practice providers found that more than 90 percent thought it would be 
useful to receive a treatment summary or SCP, and 86 percent agreed they would follow 
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guidelines when caring for adult survivors of childhood cancer.56 In a cross-sectional survey of 
27 medical oncologists, 13 pediatric oncologists, 122 GPs, and 21 pediatricians in Switzerland, 
all groups reported a need for standardized protocols (85 to 91 percent) and specialized training 
(55 to 73 percent) for caring for childhood cancer survivors.57 These resources are also endorsed 
as a key enabling factor for shared care. Among 233 GPs in the Netherlands who had taken a 
postgraduate course on late effects of childhood cancer treatment, two of the main requirements 
for participation in shared followup care were availability of guidelines (64 percent) and 
sufficient information about the survivor's medical history (37 percent).58 

There is also some evidence that PCPs use these resources and that the resources promote 
quality survivorship care. Among PCPs caring for childhood cancer survivors who recalled 
receiving an SCP as part of a research study, 75 percent reported often or always reviewing the 
plan, and 42 percent reported discussing the SCP with the survivor; further, 48 percent found the 
treatment summary very helpful, and 56 percent found the followup surveillance 
recommendations helpful.59 Yan et al. found that PCP possession of an SCP was associated with 
increased adherence to breast and colorectal screening among childhood cancer survivors at 
average risk, though less than half of high-risk survivors received recommended surveillance.31 

Despite the potential value of these resources, there is also evidence that they currently have 
limited reach and effectiveness. In a survey of 351 US general internal medicine and family 
practice providers regarding care for adult survivors of childhood cancer, respondents endorsed 
the value of SCPs and guidelines, but approximately 85 percent reported never receiving a 
cancer treatment summary or SCP, and 93 percent reported never using the Children’s Oncology 
Group (COG) late effects guidelines.56 Further, only 40 percent of providers were aware of the 
guidelines, and less than 40 percent felt their training was adequate to recognize late effects. 
However, Yan et al.’s Childhood Cancer Survivor Study analysis reported substantial 
improvements in adherence to the COG guidelines between 2003 and 2016 and speculated that 
physician awareness of COG guidelines may be growing.31 In a study of SCPs for childhood 
cancer survivors published in 2017, a survey of 134 PCPs found that only 31 percent of the PCPs 
felt very comfortable providing the surveillance recommended on the SCP, 19 percent felt very 
comfortable using the SCP to provide recommended surveillance for neurocognitive late effects, 
and 3 percent felt very comfortable providing all aspects of survivorship care.59 In discussing 
these results, the authors noted the limitations of passive SCP distribution and the need to 
investigate ways to deliver information to PCPs to better address their knowledge needs.  

This evidence suggests that there is potential value for SCPs, guidelines, and other resources 
in promoting effective childhood cancer survivorship care, but that their potential has yet to be 
fully realized. As relates to this point, we identified three sub-themes: 1) lack of awareness of the 
resources; 2) role of the electronic health record (EHR) in managing information; and 3) tension 
between resources delivering a sufficient “dose” and practical considerations regarding what 
PCPs can take the time to do. 

Context A, Subtheme 1: Lack of awareness of resources. An interesting finding from the 
SCP study of Iyer et al. in childhood cancer survivors was that, even though all PCPs were sent 
an SCP as part of the study, only 51 percent recalled receiving it.59  

Donahue et al. obtained the perspectives of 81 PCPs seeing adult breast cancer survivors 
enrolled in a survivorship clinical trial.60 PCPs reported that the main barriers to SCP use were 
not knowing a plan existed (83 percent), not knowing how to find the plan (75 percent), not 
being able to locate the plan in the patient chart (71 percent), and not knowing to look for the 
plan (72 percent). Notably, these barriers were reported even though the SCPs are standardly 
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housed in the EHR problem list within their institution. Potential facilitators identified by the 
PCPs included awareness of plan existence (85 percent), a standardized location within medical 
records (89 percent), and consistent provision of care plans for all patients (81 percent). The 
PCPs noted that an SCP designed specifically for them, rather than one designed to serve both 
survivors and PCPs, may be more helpful. In discussing the findings, the investigators speculated 
that their institution may have yet to reach a “critical mass” of SCP provision that would 
facilitate PCPs’ awareness of and ability to use them. They suggest the need for “primary care-
centered design of SCP format and content, location in the EHR, and the ability to ‘push’ 
relevant or needed survivorship information to primary care at the right time.” Another study that 
included 21 physicians or dentists of adult survivors of adult cancer found that only 34 percent 
recalled receiving the SCP or could locate it.61 The authors of this study compared the SCP to “a 
needle in a haystack” for healthcare professionals across institutions who use different EHRs or 
paper charts.  

Knowing that an SCP exists is a critical first step in being able to use it in practice, and EHRs 
can both help and hinder that process. Below, we discuss the role of EHRs in creating SCPs. 

Context A, Subtheme 2: Role of EHRs in adult survivors of adult cancers. A number of 
studies commented on or highlighted the role of the EHR in creating SCPs. The SCPs used in the 
Netherlands RCT in gynecologic cancer were auto-populated from the EHR,36, 37, 62 as were the 
SCPs used in a study of hematopoietic stem cell transplantation survivors.63 Morken et al. 
describe the advantages of using EHRs to create and provide SCPs, including reduced time and 
resources to compile the information, producing a document that is electronically searchable, and 
facilitating updates to the plan when needed.63 However, they also noted that, for EHRs to 
support the effective use of SCPs, discrete data capture is required, organization policies and 
technologies must be designed to support clinician needs, and survivorship-related tasks need to 
be clearly assigned. Perhaps because of these barriers, in surveys of cancer programs and cancer 
care providers, Birken et al. found that EHR systems used to create SCPs were lacking and/or 
underused.64, 65 

The potential role of EHRs to promote the creation, delivery, and data management of SCPs 
requires further exploration. 

Context A, Subtheme 3: Resource “dose.” Similar to the subtheme described above 
regarding survivors, there is also a tension between resources delivering a sufficient “dose” to 
providers and practical considerations regarding what PCPs can take the time to do. For example, 
as part of a survivorship study, Oeffinger et al. developed a virtual information center for 
childhood cancer survivors and their providers, but none of the PCPs who agreed to participate in 
the study visited the website.34 In a different study, Costello et al. aimed to implement a 
telemedicine transition visit with a PCP and childhood cancer survivors joined by a pediatric 
survivorship clinic team member.66 However, only 24 of 46 eligible dyads agreed to participate, 
due in part to PCPs’ hesitation with using the study-provided telemedicine equipment. From the 
adult survivorship literature, there is some evidence that providers prefer more targeted 
information, such as SCPs that are shorter and directed to PCPs’ needs, rather than information 
directed to both PCPs and survivors.60 One Stakeholder raised the issue of whether providers 
might be more willing to undertake these activities if reimbursement were sufficient.  

Similar to what was found with survivors, there is a delicate balance between providing a 
sufficient “dose” of information to be effective and being realistic regarding the time and effort 
providers can invest. 
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Context B: Shared-Care With Oncologist 
Similar to the reports from survivors above regarding preferences for models of care that 

include cancer specialists, providers highly endorse shared-care models. Among 1,110 internists 
and 1,024 family practitioners, 84 percent and 85 percent, respectively, prefer working in 
collaboration with a cancer center-based physician or long-term followup clinic for childhood 
cancer survivorship care.25, 26 Among the 134 PCPs interviewed in another study about childhood 
cancer survivorship care, 46 percent selected specialty survivorship clinic as the most preferred 
model of care, followed by 26 percent preferring shared care.59 In a questionnaire completed by 
233 Dutch GPs who had taken a postgraduate course on late effects of childhood cancer 
treatment, 97 percent were willing to participate in a shared-care model for followup of adult 
survivors.58 Among these respondents, in addition to endorsing the importance of guidelines and 
relevant information about the survivor's medical history (described above), they also noted the 
importance of easy access to specialists to support shared care. In a separate study, these authors 
conducted a survey of 133 adult survivors of childhood cancer and 115 family doctors of adult 
survivors of childhood cancer regarding shared care and found that 82 percent of participating 
local family doctors were satisfied with the shared care collaboration and thought the 
information they had received from the long-term followup clinic was adequate.55 In this study, 
all family doctors were provided information on the survivor’s history, health risks, and required 
tests.55 Other studies have also noted the importance of regular communication and close 
collaboration between pediatric oncology and PCPs, as well as documents such as SCPs, so that 
PCPs are aware of and can address the unique health risks of childhood cancer survivors.48, 51 
However, there is some evidence that current levels of communication are inadequate. In a Swiss 
survey of providers, 94 percent of GPs reported wanting more support from oncologists 
regarding followup for childhood cancer survivors.57 

Two studies from the literature related to adult survivors of adult cancer provide additional 
insights. In a description of a Primary Care for Cancer Survivor Clinic, Choi et al. report how the 
high quality of communication between the clinic and oncology providers is valued.67 Another 
study looked at the degree to which providers shared patients in a cohort of 8,661 cancer 
survivors and found that a greater degree of patient sharing among providers was associated with 
higher quality care on some measures and lower costs.68 

When implemented effectively, shared-care models provide close connections and quality 
communication so that PCPs have the information they need from cancer specialists to deliver 
appropriate survivorship care. 

Context C: More Experience Caring for Childhood Cancer Survivors 
There is limited evidence suggesting that the more experience PCPs have caring for cancer 

survivors, the more comfortable they feel doing so and the better they adhere to guidelines. In a 
survey of 1,110 internists, those who saw at least one childhood cancer survivor in the last 5 
years reported being more comfortable seeing childhood cancer survivors and were more likely 
to promote appropriate breast cancer surveillance.26 Findings in a survey of 1,024 family 
practitioners were similar.25 Family physicians who had seen at least one cancer survivor in the 
past 5 years reported more comfort in doing so and were more likely to correctly identify 
appropriate surveillance strategies.  

However, most PCPs treat few if any childhood cancer survivors. Based on data from two 
surveys, only 51 percent of internists and 58 percent of family practitioners report having cared 
for one or more childhood cancer survivors in the past 5 years.25, 26 In another survey of PCPs, 40 
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percent reported they had never cared for one.56 Among the 134 PCPs in the Iyer et al. study, the 
average number of childhood cancer survivors cared for in the past 5 years was one, with 84 
percent reporting having cared for only one.59 They also had little exposure to late effects, with 
only 34 percent having seen at least 5 late effects and 45 percent reporting seeing at least one late 
effect of grade 3 or higher. In Switzerland, Michel et al. discuss the possibility of having one 
specialized PCP for a certain catchment area, although the possibility of translating this idea to 
the U.S. context is unclear.57 

These themes were echoed in a study of 86 PCPs regarding care for adult survivors of 
hematologic malignancies and hematopoietic cell transplantation.69 PCPs who had cared for 
more survivors felt more confident and perceived fewer barriers to doing so. They also were 
more likely to report that they discussed screening and late effects with patients. 

While there is some evidence that having a greater concentration of childhood cancer 
survivors in a PCP’s practice could promote greater provider comfort and lead to more 
appropriate care, opportunities to operationalize this approach in the U.S. may be limited. 
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Discussion 
Summary of Findings 

This realist review addresses how models of survivorship care that include primary care, and 
resources for adult survivors of childhood cancer and their families and providers, can be 
effective. Undergirding this review were Contextual Questions (CQs) that: 

• Define effectiveness for the models and resources;  
• Describe models of care, highlighting those that include primary care; and 
• Identify resources directed to childhood cancer survivors and their families and to care 

providers.  
 

Effectiveness for both resources and models is defined by survivors living longer and feeling 
better through high-value care. Intermediate measures of effectiveness evaluate the extent to 
which: 

• Survivors feel confident about sharing their history, know their risks, recognize 
symptoms and problems, understand the care they need, are aware of the resources 
available to help them, and can access relevant care and services; and  

• Primary care providers (PCPs) understand a survivor’s history, know the survivor’s 
risks, recognize symptoms and problems, understand the care survivors need, are aware 
of the resources available to help them, and can access relevant care and services.  

 
Specific outcomes that are assessed include: 

• Loss to followup;  
• Surveillance for long-term and late effects of original cancer treatment;  
• Concordance with guidelines;  
• Communication, transfer of information, and care coordination;  
• Morbidity and quality of life;  
• Mortality; and  
• Costs. 
 
In terms of models of care, we noted that the taxonomies such as that proposed by the 

American Society of Clinical Oncologists (ASCO) do not necessarily reflect real-world practice, 
nor the data presented in research studies. Both research and practice more likely reflect patterns 
of care that occur not by design but owing to circumstance. We therefore proposed four 
differentiating factors to define models of care:  

1. The inclusion of survivorship expertise (whether via a specialized PCP or oncologist; an 
MD, nurse practitioner/physician’s assistant, or multidisciplinary team);  

2. The role of the PCP (e.g., main provider of survivorship care, provides survivorship care 
under the guidance of survivorship expert, provides primary care with no particular 
attention to survivorship);  

3. Degree of access to academic/cancer center support for survivors and/or providers; and  
4. Delivery of consultative versus longitudinal care.  
 
For the purposes of this project, the term “resources” included:  
• Long-term followup guidelines;  
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• Educational materials;  
• Trainings;  
• Survivor care documents (e.g., survivorship care plans);  
• Survivorship care management processes (i.e., expedited routes of contact for 

consultation); and  
• Survivor supportive tools and services (e.g., support groups).  

 
We identified 40 resources freely available to both survivors and providers: 23 survivor-

specific, 12 provider/researcher-specific, 5 for both. We also identified 15 guidelines. Resources 
are most helpful if they are  

• Easy to access,  
• User-friendly,  
• Known to survivors and providers,  
• From trustworthy sources, and  
• Valued by survivors and their families. 

 
With the answers to these CQs as a foundation, we explored how models of care that include 

primary care, as well as resources, could be effective for adult survivors of childhood cancer. To 
begin to understand the relationships among the factors related to childhood cancer survivorship 
care, we developed an initial program theory and then refined it. This program theory describes 
how, nested in the overall environment, survivor and provider characteristics and 
facilitators/barriers interact to produce intermediate and then final outcomes. As shown in Figure 
3, the models of care and resources intersect with these factors, leading to survivors’ and PCPs’ 
ability to obtain/deliver appropriate care as the intermediate outcome, and survivors living longer 
and feeling better through high-value care as the final outcome.  

Building on this program theory, to address the realist review KQs (KQs 1 and 2), we 
developed seven context-mechanism-outcome (CMO) hypotheses, four focused on the survivor 
intermediate outcome and three focused on the provider intermediate outcome. Because the 
models of care that include primary care (Key Question [KQ] 1) and resources (KQ2) were 
closely linked, we addressed these realist review KQs jointly.  

For the CMO hypotheses for survivors, we hypothesized that four mechanisms would be 
associated with higher levels of the survivor intermediate outcome:

1. Linking resources with information that survivors can themselves use and also share with 
their PCP,  

2. Identifying perceived/actually healthier survivors who have perceived/actually lower 
needs for survivorship-specific care,  

3. Connecting survivors’ engagement in the health system with increased knowledge about 
survivorship care, and  

4. Suggesting that survivors with greater confidence in their PCPs would be more willing to 
transition their care.  

 
For the CMO hypotheses for PCPs, we hypothesized that three mechanisms would be 

associated with higher levels of the provider intermediate outcome: 
1. Linking resources with information to guide the PCP in delivering survivorship care,  
2. Identifying the shared care model as a way to obtain the needed support from oncologists, 

and  
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3. Suggesting that PCPs with more experience caring for childhood cancer survivors would 
have greater comfort and expertise in doing so. 
 

As described in the intermediate outcomes, at the most basic level, the models of care and the 
resources seek to provide information to survivors and/or PCPs to enable them to obtain/deliver 
appropriate care. Thus, it is unsurprising that the variables from our program theory that were 
seen most consistently in the literature include oncology care versus primary care, survivor and 
provider knowledge, provider comfort in treating childhood cancer survivors, communication 
and coordination between and among providers and survivors, and delivery/receipt of prevention 
and surveillance of late effects of the original cancer treatment. In turn, these were the variables 
that played the most prominent role in our CMO hypotheses. 

Notably, our discussion of the CMO hypotheses also describe why they may not be effective 
in achieving the desired outcomes. For example, we hypothesize that information from resources 
is a key mechanism for achieving the intermediate and final outcomes for both survivors and 
providers. However, for survivors, we also discuss the evidence regarding how the information 
may be both beneficial and harmful, how the information may be more effective for some 
populations than others (e.g., survivors with lower baseline knowledge may benefit more; female 
survivors may engage with resources more), and the challenges of delivering the appropriate 
“dose” of information to be effective. Similarly, for providers, we note that their lack of 
awareness of resources, the possibilities of and problems with information in the electronic 
health record (her), and, again, balancing the “dose” of information so that it is useful without 
requiring undue burden. In this way, our CMOs describe both how various mechanisms could be 
effective, as well as why they may not be. 

In combination, the answers to the CQs, the program theory, and the CMO hypotheses 
provide valuable insights into the how and for whom, in what contexts, and via what 
mechanisms models of care that include primary care and resources could be effective for adult 
survivors of childhood cancer. It therefore addresses its purpose of informing future research 
investment by the National Cancer Institute. More generally, this review can inform future 
research and health system planning to promote improved care and outcomes for this important 
patient population.  

Strengths and Limitations 
It is important to consider these findings in the context of the strengths and limitations of this 

realist review. First, we were charged with answering the question of how models of 
survivorship care that include primary care could be effective – not whether they are effective. 
While not the focus of this review, we did find evidence that oncology specialty care is more 
effective in providing survivorship care for childhood cancer survivors.7, 9, 10, 25, 26, 31, 48, 54, 57, 59, 70-

72 This review focused specifically on survivorship care models, not the overall care of adult 
survivors of childhood cancer (e.g., unrelated comorbid conditions, general preventive care) 
where the role of the primary care provider is more clear. 

It is also worth noting that, while this realist review aimed to address “models of care,” as 
described in the CQs, specific models of care are not clearly delineated and are rarely 
purposefully selected. Rather, the literature generally only provides evidence regarding “patterns 
of care” (i.e., who got seen where and received what), not evaluations of formal models of care. 
This limitation of the literature further complicated our realist review, which would ideally focus 
on a “well-defined program.”73 In summary, rather than conducting a realist review of one well-
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defined model of care, we faced the challenge of conducting a realist review of multiple ill-
defined patterns of care.  

Strengths of our literature review and abstraction approach include the investigation of a 
wide range of papers, in multiple contexts, internationally. For the development of the initial 
program theory, we focused on commentaries, editorials, and qualitative and mixed-methods 
papers that described intended operations and outcomes of models of care and resources. During 
refinement of the program theory, we focused on quantitative studies that could inform our 
program theory revisions and CMO hypothesis development. We not only included studies 
examining models of care and resources for adult survivors of childhood cancer, but also for 
child/adolescent survivors, as well as adult survivors of adult cancer. While the data from other 
populations added insights informing our CMOs, the generalizability of these findings to adult 
survivors of childhood cancer requires further exploration. We did not restrict our literature 
review to studies in the U.S., although the applicability of studies from other countries with 
different health systems may be limited. Given the limited time available to conduct the literature 
review and abstraction, we could not go through as many iterations of developing theories and 
conducting additional searches to explore these theories further, as has been done in some other 
realist reviews. Rather, we largely conducted the review and abstraction in one large effort and 
then prioritized which studies we focused on in developing our CMO hypotheses. Specifically, 
our CMOs were developed primarily based on the literature for adult/adolescent/childhood 
survivors of childhood cancer, although we drew on the literature from adult survivors of adult 
cancer where it added explanatory value. With realist reviews, the goal of the literature 
abstraction is to be informative and illustrative, rather than comprehensive and confirmatory.  

A final strength of our realist review is the multidisciplinary expertise and extensive 
experience of our research team and Stakeholders. The research team included expertise in 
childhood cancer survivorship clinical care, survivorship research, oncology care, primary care, 
health services research, qualitative methods, and systematic reviews. We also received valuable 
input from our Stakeholders. Eight individuals provided a range of expertise and experience in 
childhood cancer survivorship research, advocacy, and clinical care; one expert advised on realist 
review methods. We consulted with these Stakeholders at three timepoints during this process: at 
project initiation, after developing the first draft of the initial program theory, and after revising 
the program theory and developing the CMO hypotheses.  

Gaps in the Literature and Future Directions 
Several gaps in the literature are noteworthy and should inform future directions in both 

qualitative and quantitative research in this area. First, there is a lack of formal evaluations of 
models of care, particularly models that include primary care. As described above, the lack of a 
practical taxonomy of models of care contributes to this problem, with the ASCO taxonomy 
reflecting more theoretical models as opposed to the frequently unplanned patterns of care that is 
experienced by survivors and studied in the literature. In addition, data regarding final outcomes, 
particularly mortality, are sparse (e.g., are survivors who are more adherent to recommended 
surveillance more likely to live longer?). Other outcomes that were examined less frequently in 
the literature include impact of models on resource utilization (e.g., emergency department visits, 
hospitalizations) and costs. Other more specific issues mentioned in the Results, such as the 
possible need to tailor resources to different groups (e.g., males vs. females), should also be 
explored. 
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During the conduct of this review, the world experienced the transforming effects of the 
COVID-19 global pandemic. This factor is reflected in our program theory variable list as “crisis 
events,” but the literature has not even begun to reflect how medical care in general, and cancer 
survivorship care in particular, may be changed. For example, where the use of telemedicine was 
relatively limited in 2019, it became commonplace – and in some cases dominant, in 2020.74  

As described by one of our Stakeholders, the pandemic further emphasized two research 
questions related to this review: (1) who needs to be seen in specialty care and who can be 
followed in their own community; and (2) for those followed in the community, how can the 
knowledge that survivors and PCPs need to receive/deliver quality care be effectively 
transferred? These questions represent the crux of the issues that require further research. 

Conclusion 
In summary, care for adult survivors of childhood cancer is complex, and the appropriate 

models for delivering this care are unclear. In fact, the various models of care are not well-
defined, and what is seen in the literature (and experienced by survivors) are more often patterns 
of care that occur not by design but owing to circumstance. 

While there is evidence that suggests that care delivered in a specialty setting is superior, 
various barriers outlined in our program theory (e.g., availability of specialized care, distance to 
care) describe why it may not be universally available. Our charge in conducting this realist 
review was to describe for whom and under what circumstances models of care that include 
primary care could be effective for adult survivors of childhood cancer. A common theme across 
the CMO hypotheses developed as part of this realist review is that, if care is going to be 
delivered outside of the specialty setting, there has to be knowledge transfer to survivors and 
PCPs. 

This realist review identified a number of ways this knowledge could be shared, including a 
range of resources (e.g., guidelines, survivorship care plans [SCPs]) and contexts (e.g., survivor 
confidence in PCPs, shared care with oncologists). The resulting program theory and related 
hypotheses elucidate some of the key CMO relationships that could be associated with effective 
survivorship care models that include primary care. Further research is required to explore 
whether these CMO relationships can be effectively actualized.  
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Appendix A. Search Strategies  

Table A-1. PubMed search strategies 
# Term 
1 "Cancer Survivors"[Mesh]  
2 Cancer[tiab] 
3 survivorship[Mesh] 
4 Survivors[mh] 
5 survivorship[tiab] 
6 survivors[tiab] 
7 survivor[tiab] 
8 1 OR 2 AND (3 OR 4 OR 5 OR 6 OR 7)) 
9 "health planning"[tiab] 
10 “health care planning”[tiab] 
11 “patient care planning”[tiab] 
12 “patient care bundles”[tiab] 
13 “patient care bundle”[tiab] 
14 “patient care documents”[tiab] 
15 “patient care document”[tiab] 
16 “patient care guidelines”[tiab] 
17 “educational materials”[tiab] 
18 “education materials”[tiab] 
19 Workshop[tiab] 
20 Workshops[tiab] 
21 “training program”[tiab] 
22 “training programs”[tiab] 
23 "management processes"[tiab] 
24 "management process"[tiab] 
25 "management plans"[tiab] 
26 "management plan"[tiab] 
27 “care plan”[tiab] 
28 “care plans”[tiab] 
29 “care model”[tiab] 
30 “Care models”[tiab] 
31 "Health Planning Guidelines"[Mesh] 
32 “Patient Care Planning”[Mesh] 
33 “Patient Care Bundles”[Mesh] 
34 9 OR 10 OR 11 OR 12 OR 13 OR 14 OR 15 OR 16 OR 17 OR 18 OR 19 OR 20 OR 21 OR 22 OR 23 OR 

24 OR 24 OR 25  OR 26 OR 27 OR 28 OR 29 OR 30 OR 31 OR 32 OR 33 
35 "Randomized Controlled Trial" [Publication Type] 
36 "Controlled Clinical Trial" [Publication Type] 
37 randomized[Title/Abstract] 
38 placebo[Title/Abstract] 
39 "drug therapy" [Subheading] 
40 randomly[Title/Abstract] 
41 trial[Title/Abstract] 
42 groups[Title/Abstract] 
43 ("cross over" OR "crossover" OR "Follow Up") OR ("Cross-Over Studies"[MeSH] OR "Follow-Up 

Studies"[MeSH] OR "Prospective Studies"[MeSH]) OR ("time series" OR "interrupted time series") OR 
("Case-Control Studies"[MeSH] OR (cases[Title/Abstract] AND controls[Title/Abstract])) OR ("Cohort 
Studies"[MeSH] OR cohort*) OR ("Comparative Study"[Publication Type]) OR ("before after"[Title/Abstract] 
OR "before-after"[Title/Abstract] OR "before/after"[Title/Abstract] OR "before and after"[Title/Abstract]) OR 
(volunteer*[Title/Abstract]) OR (control*[Text Word] AND evaluation[Text Word]) OR (longitudinal[Text 
Word]) OR (retrospective*[Text Word]) 

45 35 OR 36 OR 37 OR 38 OR 39 OR 40 OR 41 OR 42 OR 43 
46 8 AND 34 AND 43 
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Table A-2. APA PsycInfo and CINAHL search strategies 
Search 
ID# Search Terms Search Options 

S55 S9 AND S34 AND S54  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S54 S35 OR S36 OR S37 OR S38 OR S39 OR S40 OR 
S41 OR S42 OR S43 OR S44 OR S45 OR S46 OR 
S47 OR S48 OR S49 OR S50 OR S51 OR S52 OR 
S53  

Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S53 TI retrospective OR AB retrospective  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S52 TI longitudinal OR AB longitudinal  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S51 TI "before after" OR AB "before after" OR TI 
"before-after" OR AB "before-after" OR TI ( "before 
and after" ) OR AB ( "before and after" )  

Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S50 TI "comparative study" OR AB "comparative study" 
OR TI "comparative studies" OR AB "comparative 
studies"  

Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S49 TI "cohort study" OR AB "cohort study" OR TI 
"cohort studies" OR AB "cohort studies"  

Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S48 TI "case-control study" OR AB "case-control study" 
AND TI "case-control studies" OR AB "case-control 
studies"  

Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S47 TI "case controlled study" OR AB "case controlled 
study" OR TI "case controlled studies" OR AB "case 
controlled studies"  

Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S46 TI "time series" OR AB Time series"  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S45 TI "Prospective study" OR AB "Prospective study" 
OR TI "Prospective studies" OR AB "Prospective 
studies"  

Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S44 TI "follow up" OR AB "follow up" OR TI "follow-up" 
OR AB "follow-up"  

Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S43 TI "cross over" OR AB "cross over" OR TI crossover 
OR AB crossover  

Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S42 TI study OR AB study  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S41 TI groups OR AB groups  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S40 TI trial OR AB trial  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S39 TI randomly OR AB randomly  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S38 TI randomly OR AB randomly  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 
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Search 
ID# Search Terms Search Options 

S37 TI randomized OR AB randomized  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S36 PT "clinical trial"  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S35 PT "randomized controlled trial"  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S34 S10 OR S11 OR S12 OR S13 OR S14 OR S15 OR 
S16 OR S17 OR S18 OR S19 OR S20 OR S21 OR 
S22 OR S23 OR S24 OR S25 OR S26 OR S27 OR 
S28 OR S29 OR S30 OR S31 OR S32 OR S33  

Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S33 TI "care models" OR AB "care models"  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S32 TI "care model" OR AB "care model"  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S31 TI "care plan" OR AB "care plan"  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S30 TI "care plans" OR AB "care plans"  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S29 TI "management plans" OR AB "management 
plans"  

Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S28 TI "management plan" OR AB "management plan"  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S27 TI "management processes" OR AB "management 
processes"  

Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S26 TI "management process" OR AB "management 
process"  

Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S25 TI "training programs" OR AB "training programs"  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S24 TI "training program" OR AB "training program"  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S23 TI workshops OR AB workshops  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S22 TI workshop OR AB workshop  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S21 TI "education materials" OR AB "education 
materials"  

Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S20 TI "educational materials" OR AB "educational 
materials"  

Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S19 TI "patient care guidelines" OR AB "patient care 
guidelines"  

Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S18 TI "patient care guideline" OR AB "patient care 
guideline"  

Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 
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Search 
ID# Search Terms Search Options 

S17 TI "patient care documents" OR AB "patient care 
documents"  

Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S16 TI "patient care document" OR AB "patient care 
document"  

Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S15 TI "patient care bundles" OR AB "patient care 
bundles"  

Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S14 TI "patient care bundle" OR AB "patient care 
bundle"  

Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S13 TI "patient care planning" OR AB "patient care 
planning"  

Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S12 TI "healthcare planning" OR AB "healthcare 
planning"  

Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S11 TI "health care planning" OR AB "health care 
planning"  

Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S10 TI "health planning" OR AB "health planning"  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S9 S1 OR S8  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S8 S3 AND S7  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S7 S2 OR S4 OR S5 OR S6  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S6 TI survivor OR AB survivor  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S5 TI survivors OR AB survivors  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S4 TI survivorship OR AB survivorship  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S3 TI Cancer OR AB cancer  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S2 (MM "Survivorship")  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 

S1 (MM "Cancer Survivors")  Expanders - Apply equivalent subjects 
Search modes - Boolean/Phrase 
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Appendix B. Data Extraction Table Content 
Table B-1. Study characteristics 

Au, 
year{#refID} 

Study design 
and 
Purpose/Aims 

Population (include 
N and information 
on sample that 
might inform 
RIGOR or 
RELEVANCE) 

Specify the cohort used in the 
study, where applicable (e.g., 
CCSS, St. Jude Life, etc.) 
 
Enter "NA" if not applicable 

How does this paper relate to 
Models of Care? 

How does this paper relate to 
Resources? 

 
Table B-2. Variables and findings 

Variables 
evaluated 

Variables with 
associations (specify 
positive or negative) 

Variables without 
associations 

Any other findings 
as relate to IPT 

Speculations as relate to 
context-mechanism-
outcome relationships (or 
subsets thereof)  

Evidence gaps (i.e., gaps in 
the field, not study 
limitations) 

 
Table B-3. Data assessment 

Contribution: 
Major 

Contribution: 
Medium 

Contribution: Minor Rigor Relevance References 

Major: 
Evaluates a 
model of care 
or resource in 
adult survivors 
of childhood 
cancer 

Medium: Connects 
some dots in IPT in 
adult survivors of 
childhood or adult 
cancer and/or 
describes a model 
of care or resource 
but doesn't evaluate 
a model or resource 

Minor: Conducted in 
non-cancer contexts but  
mechanisms could 
plausibly operate in the 
context of childhood 
cancer survivorship 

Discuss any concerns about 
RIGOR (e.g., data credible and 
trustworthy? Methods 
appropriate to address research 
goal? Research design justified? 
Data collected to address 
research issue?) 

Discuss any concerns about 
RELEVANCE , such as the 
study population (e.g., is it 
specific to adult survivors of 
childhood cancer), the setting 
(e.g., do the data come from 
outside the US), whether the 
findings are generalizable to 
our IPT 

References 
to check 
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Appendix C. Summary of Data Abstraction 

Table C-1. Abstraction codes* 
Code Description 
Model Models of survivorship care 
Res Resources 
Env Environment 
Prov F/B Health care system and provider facilitators/barriers 
Prov Char Provider characteristics 
Pt Needs Patient needs 
Pt F/B Patient facilitators/barriers 
Pt Use Patient health service use/behaviors 
OC Outcomes 

* See Appendix F for details on the codes 

This appendix contains a mix of text taken directly from the abstracted articles, as well as 
notes and paraphrasing by the review authors, identified by: “[author speculation on 
context-mechanism-outcome hypothesis]”. 

Childhood Cancer Survivors 

Models of Care 

Prospective Studies 
 
Klosky 20081: Prospective, non-experimental study of 941 long-term childhood cancer survivors 
scheduled for attendance at the St. Jude’s After Completion of Therapy long-term followup 
clinic between 6/1/05-5/31/06 

• Model+Pt Use: 15% of survivors classified as non-attenders 
• Model+Pt Use+Pt Char+Pt Needs+Pt F/B+Env: In univariate analyses, nonattenders 

were more likely older, lower SES, non-white, fewer years from diagnosis, no additional 
cancer event, less insured, traveling by car, living shorter distance from clinic, having a 
scheduled social work consultation, and entering/exiting survivorship clinic  

• Model+Pt Use+Pt Char+Pt F/B+Pt Needs+Env: In multivariate analysis, non-whites, 
uninsured, traveling by car, without secondary cancer events more likely to be non-
attenders 

• Model+Pt Use+Pt F/B: Work or school conflicts most commonly cited as reasons for 
missed appointments among non-attenders who could be contacted; others reasons listed 
in Figure 1 

• Model+Pt Use+Pt F/B+Env: Medical care, lodging, and transportation are free at St. 
Jude, so these barriers probably under-represent the importance of these problems at 
other institutions [author speculation on context-mechanism-outcome hypothesis] 
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Reports From Survivors and Providers 
Blaauwbroek 20082: Survey of 133 adult survivors of childhood cancer and 115 family doctors 
of adult survivors of childhood cancer in the Netherlands regarding shared care by family 
physicians and oncologists in long term followup of adult survivors of childhood cancer 

• Prov Char+Pt F/B+OC: (88%) survivors were satisfied with the care given by the local 
family doctors at visit 2. 14 of the 101 (14%) survivors thought that their local family 
doctor’s knowledge of their medical history was inadequate.  

• Prov Char+Model: (82%) participating local family doctors were satisfied with shared-
care collaboration and thought the information they had received from the LTFU clinic 
was adequate, (16%) local family doctors had no opinion, and (3%) local family doctors 
were dissatisfied 

• Model+ Pt F/B: Before visit 1, (70%) survivors had not received information about the 
possibility of late effects. At visit 3, 96% patients received advice at the LTFU clinic and 
15 patients received advice by telephone. 

• Model+Pt F/B+Res: In our current study, most (85 of 121 [70%]) of the survivors who 
were recalled had not received information about the possibility of late effects from 
treatment before their visit, and consequently, were at risk of delayed medical care if 
health problems were to occur. Therefore, survivors should be fully informed and family 
doctors should know about the possible late effects of cancer treatment and their effects 
on health; participation in a shared-care programm should help update family doctors’ 
knowledge. In our study, all family doctors were given information on their patients’ 
history, health risks, and required tests (C-O) [author speculation on context-mechanism-
outcome hypothesis] 

Reports From Survivors 
Nathan 2008U Cross-sectional survey of 8522 participants in the Childhood Cancer Survivor 
Study multi-institutional cohort 

• Models+Pt Use:  
o No health care (11.2%) 
o General medical care (patient reported one or more medical visits, none of which 

was related to their previous cancer) (57.3%) 
o General survivor-focused care (patient reported at least one visit related to their 

previous cancer, but did not report receiving advice on how to reduce risks or that 
screening tests for cancer-related sequelae were discussed or ordered) (13.7%) 

o Risk-based, survivor-focused care (survivor-focused care that included advice 
about how to reduce risks or discussion or ordering of screening tests for cancer-
related sequelae) (17.8%) 

• Model+Pt Char: Male survivors, those of "other" race, those with a household 
income<$40K/year or unknown income, and high school graduates (vs. less) were more 
likely to report no medical visits 

• Model+Pt F/B: uninsured survivors were more likely to report no medical visits 
• Model+Pt Needs: Survivors who reported moderate to extreme cancer-related pain were 

more likely to have received care, as were those with a severe, life-threatening or 
disabling chronic health condition  

• Model+Pt Char: Survivors who received chest radiation with or without anthracyclines 
were more likely to have received care 
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• Model+Pt Char: Among survivors who reported some form of care, survivors who were 
older, male, or black were more likely to report general medical care vs. risk-based 
survivor-focused care 

• Model+Pt F/B: Among survivors who reported some form of care, survivors who were 
uninsured were more likely to report general medical care vs. risk-based survivor-focused 
care 

• Model+Pt Char: survivors who were "other race" or had more toxic therapy were more 
likely to report risk-based, survivor-focused care 

• Model+Pt F/B: survivors who were unemployed were more likely to report risk-based, 
survivor-focused care 

• Model+ Pt Needs: survivors who reported moderate to extreme cancer-related pain or 
anxiety, poor physical health, or more serious morbidity were more likely to report risk-
based, survivor-focused care 

• Models+Pt Char: Among survivors who received some form of survivor-focused care, 
being seen at a cancer center and "other" race were associated with increased odds of the 
care being risk-based. 

• Pt Use: Among patients at increased risk for cardiomyopathy or breast cancer, 28.2% and 
40.8% had undergone a recommended echocardiogram or mammogram, respectively 

• Model+Pt F/B+Pt Use: Survivors who were uninsured, Canadian, lower income, or not 
seen at a cancer center were more likely to not report an indicated echocardiogram,  

• Pt Use+Pt Needs: Survivors who had moderate to extreme anxiety were more likely to 
have gotten an echocardiogram 

• Model+Pt Char+Pt Use: older age and care outside of a cancer center was associated 
with not receiving an indicated mammogram 

 
Cassillas 20153: Childhood Cancer Survivor Study survey of 6,176  

• Pt Char+Pt Use: Male sex, an annual household income of <$20,000/year, and ≤high 
school education at baseline were independently associated with an increased risk of 
reporting no care at followup; race not associated 

• Pt F/B+Pt Use: uninsured at risk for of reporting no care or decreased care 
• Pt Needs+Pt Use: those reporting no morbidity at baseline less likely to report receiving 

care at followup; survivors who reported any chronic health condition at baseline were 
less likely to report no care at followup 

• Model+Prov F/B: most were in medical system suggesting that partnerships with PCP 
might improve survivor-focused care [author speculation on context-mechanism-outcome 
hypothesis] 

 
Christen 20164: Cross-sectional questionnaire (n=160) Swiss AYA survivors to (1) describe 
AYA cancer survivors’ preferences for the organization and content of followup care, (2) 
describe their preferences for different models of followup, and (3) investigate clinical and 
sociodemographic characteristics associated with preferences for the different models. 

• Models: Five models were evaluated: medical oncologist; hospital multidisciplinary 
team; pediatric oncologist; general practitioner; telephone/questionnaire 

• Models+Pt Use: Of the 160 responders, 92 (57.5 %) reported that they still attended 
regular (n = 84; 52.5 %) or irregular (n = 8; 5 %) followup. Among non-attenders, 16.9 % 



C-4 

(n = 27) visited their former treating doctor when they had complaints and 25.6 % (n = 
41) never visited their former treating doctor. 

• Models+Pt F/B+Pt Use: Most highly rated aspects of followup include competent staff 
and being taken seriously 

• Models+Pt F/B+Pt Use: Medical aspects more highly rated (check for recurrence, screen 
late effects, educate about late effects) vs. general aspects (e.g., risk for my children, 
sexuality religion spirituality) 

• Models+Pt F/B+Pt Use: Medical oncologist involvement most highly rated, followed by 
general practitioner 

• Models+Pt F/B: Survivors had a clear preference for followup at the adult hospital over 
the GP practice and a central specialized late effects clinic. Followup at a pediatric 
hospital was least preferred. 

• Models+Pt Use+Pt F/B: Attenders of followup rated regular appointments significantly 
higher, involvement of a radiotherapist significantly lower, and exchange with other 
survivors significantly higher vs. non-attenders. 

• Models+Pt F/B: Survivors rated the followup model medical oncologist significantly 
higher than all other models. The followup model MDT was also rated highly and 
significantly higher than the two least preferred models (GP and 
telephone/questionnaire), but not significantly higher than followup by the pediatric 
oncologist. Regarding hospital-based followup by a MDT, survivors agreed that they 
could contact the specialists they needed or would be referred to the right specialist. 
Survivors believed that followup by a MDT could be less personal. They saw less of a 
problem that they would not know who was responsible for them.  

• Models+Pt Char+Pt F/B: Females rated the followup model MDT significantly higher 
than males. Survivors not attending followup rated the model telephone/questionnaire 
higher than survivors still attending followup. Attenders of followup reported lower 
satisfaction with the GP model than nonattenders. 

• Models+Pt F/B: We found that it is important for AYA cancer survivors to be treated by 
competent staff and to be taken seriously. This might be especially important for this 
group who is still at a young age. However, many of them have considerable knowledge 
about their disease and treatment and might distrust medical staff with little specialization 
in oncology. [author speculation on context-mechanism-outcome hypothesis] 

• Models+Pt F/B: Although our survey was sent a considerable time after diagnosis, the 
survivors’ biggest concern still was cancer relapse, followed by concerns about 
occurrence of late effects. These concerns might explain why survivors rated the medical 
oncologist as the most important specialist to be involved in followup. Survivors seem to 
believe that a medical oncologist would be best suited to detect a new cancer or new late 
effects. [author speculation on context-mechanism-outcome hypothesis] 

• Models+Pt Needs: A reason why non-attenders of followup rated the GP and 
telephone/questionnaire model higher than attenders might be that non-attenders are 
healthier or suffer from fewer or less severe late effects than attenders. In our sample, 
non-attenders were less likely to report late effects than attenders of followup. [author 
speculation on context-mechanism-outcome hypothesis] 

• Models+Pt Char: Women rated the model MDT higher than men, possibly because they 
expect that the MDT model will include supportive care to a higher level than the other 
models of followup. Previous research has shown that women expect psychological 
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support at followup [18], have more late effects [2], and rate supportive care higher than 
men [17]. This raises the question whether followup care should be organized differently 
for male and female survivors. [author speculation on context-mechanism-outcome 
hypothesis] 

• Models+Pt Needs+Pt F/B: Because of financial constraints, it is difficult, and from a 
clinical point of view also not necessary, to follow all survivors by a medical oncologist 
or a MDT. Therefore, alternative models have to be considered. GP-led followup might 
be acceptable to survivors who no longer want to attend hospital-based followup. Close 
collaboration with specialists and the use of survivorship passports [19] could guarantee 
high-quality followup for these survivors. [author speculation on context-mechanism-
outcome hypothesis] 

 
Svedberg 20165: Mixed methods study to obtain the perspectives of 213 Swedish young adult 
survivors of childhood acute lymphoblastic leukemia on the healthcare services they received 
after treatment 

• Models+Pt Use: 14% had maintained contact with pediatric care and 30% participated in 
regular check-ups. 

• Pt Use+Prov Pract: The respondents who had no regular contact with healthcare 
services reported to a higher degree that they had not received knowledge, treatment 
strategies and guidance for coping with physical changes. Furthermore, those who were 
generally satisfied with the level of contact reported that they received knowledge and 
treatment strategies regarding physical changes to a higher degree than those who were 
generally dissatisfied with the level of contact. However, even if the respondents were 
satisfied with the level of contact the majority reported that they had not received 
sufficient knowledge and treatment strategies about physical changes.  

• Pt Use+Prov Pract: There was a significant difference in experience of receiving 
knowledge and treatment strategies regarding psychological changes between the group 
that had regular clinical check-ups and the group that did not have any contacts with care 
services, as well as between the group who were satisfied with the level of contact and 
those who were not. However, there were no differences between the groups regarding 
guidance with psychological changes. Even if the respondents, who were satisfied with 
the level of contact, reported that they received a higher level of knowledge and treatment 
strategies about psychological changes for continuing life after the illness than those who 
were dissatisfied with the level of contact, as many as two thirds of the former reported a 
low level of support. 

• Pt Use+Prov Pract: There were significant differences between respondents who 
attended regular clinical check-ups and those who had no contact with healthcare services 
in terms of knowledge and treatment strategies related to social changes, but not to 
guidance in coping with social changes. 
 

Cassillas 20116: Survey of 376 young adult cancer survivors (LIVESTRONG) 
• Model+Pt Use+Env: 73% report they currently visit survivorship or oncology clinic, 

with 45% reporting having to travel greater than 30 miles 
• Res+Pt F/B: 33% pts no med records; 48% no treatment summary; 55% no SCP; 19% 

none of any of these three. 
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• Model+Prov Char+Pt F/B: Most participants indicated that their oncologist played the 
dominant role in tests and treatment decisions (70%), providing cancer care in the next 6 
months (69%), and was most likely to know about or treat symptoms (56%); PCPs scored 
much lower in these three areas of survivorship care (4%, 10%, and 18%, respectively) as 
did the “shared-care model” (10%, 5%, and 6%, respectively); no association was found 
between interval since cancer diagnosis and the predominant care model 

• Pt F/B: 41%(155/376) were classified as low confidence in managing their survivorship 
care using the five-item composite index. 

• Model+Res+Pt Char: Education (high in this sample) and receipt of care at a cancer 
clinic seemed to NOT positively impact the receipt of survivorship resources (M/C) 
[author speculation on context-mechanism-outcome hypothesis] 

• Res+Prov F/B+Prov Pract: The factors that may account for the lack of receipt of a 
survivorship care plan include outpatient infrastructure barriers and a focus on screening 
for cancer recurrence in the outpatient oncology setting rather than on health promotion 
and disease prevention for survivors (M); Other barriers to SCPs: outpatient setting (no 
incentive) (M/C) [author speculation on context-mechanism-outcome hypothesis] 

• Res+Pt F/B: Survivors may not remember receipt (C/M) 
• Pt F/B+OC: Deficits in any one area, for example having a survivor who is neither well-

informed nor participatory in their survivorship care planning, can ultimately impact on 
their long-term health outcomes (C/O) [author speculation on context-mechanism-
outcome hypothesis] 

Absolom 20067: Cross sectional study (with 2 timepoints) of 198 survivors treated for cancer 
before age 16, currently aged 16-40 years, being treated at 2 hospitals in northern England to 
compare various measures between survivors of childhood cancers being seen in adult vs. 
pediatric clinic for follow up. 

• Models+Pt Use: Survivors attending the paediatric clinic discussed a greater number of 
topics than those at the adult clinic (Table 2). Concerns about past treatment (29.7% vs 
50.7%, v2 = 6.16, P < 0.01), health behaviours (37.3% vs 95.9%, v2 = 55.63, P < 0.001) 
and insurance (7.4% vs 49.3%, v2 = 29.56, P < 0.001) were discussed more frequently in 
the paediatric clinic.  

• Models+OC: Survivors attending the paediatric clinic reported greater satisfaction than 
those attending the adult clinic. There was no significant direct effect of clinic type on 
satisfaction, but clinic type had an effect on number of topics (b = 0.44, P < 0.01; 
survivors reported discussing more topics at the paediatric clinic), which in turn had an 
effect on satisfaction (b = 0.31, P < 0.01). 

• Models+Pt Needs: Survivors at the two clinics did not differ in number of symptoms or 
late-effects, vulnerability or perceived purpose of follow up.  

• Models+Pt F/B: Perceptions of time waiting in clinic or time with staff did not differ 
between the two clinics. Clinic type was not associated with perceptions of time waiting, 
length of consultation, or reasons for followup. 

• Models+Pt F/B: Our findings suggest that survivors themselves may be less affected by 
differences in location and organisation of clinics than assumed by medical staff. 
Regardless of the service offered, practical issues about timing and opportunities to 
discuss more health issues were found to be most critical to satisfaction. 
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Landier 20158: 5 health knowledge questionnaires completed, 1 before initial survivorship clinic 
visit and others after. Assessing knowledge of therapy and therapy-related health risk in 369 
adult survivors of childhood cancers from single institution; off cancer therapy >2yrs 

• Model+Res: survivorship clinic, plus tailored educational materials about therapy-related 
late effects to be used at each LTFU visit with NP or MD 

• Model+Res+Pt F/B: Descriptive results: largest gain was awareness of neurocognitive 
impairment, smallest gain was for renal dysfunction. 60% of survivors remained unaware 
of most of their risks (>75%) even after repeated, tailored interventions. 

• Res+Prov Char+Pt F/B: Proportion of personal health risks identified increase from 
38.6% at baseline to 66.4% at time 3. No significant gain after that. Patients with lowest 
awareness at baseline had the greatest gains, and gains didn't differ by clinician type (MD 
vs NP) 

• Pt Char+Pt F/B: baseline low levels of knowledge associated with education, time since 
diagnosis, leukemia (vs. other diagnoses), nonwhite race and risk of fewer complications. 

 
Signorelli 20199: survey and optional interviews to assess barriers to accessing and preferences 
for survivorship care in N=633: 187 parents of <16 years; 251 AYA; 195 (mean age 32.5); 
interviews with 151 survivors of childhood cancer in Australia 

• Env+Pt Char+Pt F/B: older survivors in rural/remote areas endorsed more barriers than 
survivors in metropolitan areas (mean: 5.2 vs 4.6; p=0.006). as did those longer from 
time of diagnosis. Hospital-based survivorship care—involving an oncologist or other 
clinic doctor, cancer survivorship nurse or team—was most commonly endorsed as the 
‘first choice’ across all age groups (97% parents, 88% AYAs, 86% older survivors) 

• Model: lower confidence in PCPs; other specialists requested: psychologists, fertility 
specialists; preferred setting: outpatient hospital; flexible times 

• Pt F/B: two-thirds (includes parents) noted logistical barriers that are modifiable 
 
Signorelli 202010: Survey pre-post pilot study of nurse-led distance-delivered intervention in 27 
childhood cancer survivors, all classified as high risk  

• Model: "Re-engage" designed to promote cancer-focused and risk-appropriate care 
(details of intervention in Figure 1) 

• Model+Env+Pt F/B: asked respondents why did not engage in survivorship care; most 
common reason was distance to clinic and low perceived need for care; self-efficacy 
increased post-intervention 

• Model+Pt F/B: speculate program could empower pts to manage care and change 
behaviour[author speculation on context-mechanism-outcome hypothesis] 

 
Szalda 201611: online survey of 99 young adult survivors (80 with complete data) who were 
transferred to adult-focused followup care in past 1-5 years about engagement and experience 
after transfer to adult care 

• Model: specialized practice (adult survivor or oncology), PCP, shared (both special and 
PCP) 

• Model+Pt F/B: There was no significant difference in engagement (perceptions about 
cancer-related followup) by model; no difference in perceived quality of care received by 
model; overall satisfaction was generally high and did not differ by model/provider type 
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Model+Pt Use+Pt Char: That all patients formally transferred to adult care 
did not report receiving recommended care in the prior year indicates that 
patient-specific predictors of transition readiness and followup care should be 
explored. [author speculation on context-mechanism-outcome 
hypothesis]Reports From Providers 
Suh 201412: cross sectional survey of 1110 internists in AMA physician Masterfile regarding 
preferences/knowledge of care of adult survivors of childhood cancer 

• Prov Char+Prov F/B: men had higher comfort levels seeing CCS pts than women 
• Prov Pract+Prov F/B: internists with larger pt volume and who saw at least 1 CCS in 

last 5 years had higher comfort levels in seeing CCS pts 
• Prov Pract+Prov F/B: internists who saw at least 1 CCS in last 5 years associated with 

promoting annual breast cancer surveillance (both mammo+MRI and mammo only) 
• Prov Char+Res: 51% reported having cared for at least 1 adult CCS in the past 5 years, 

72% never received treatment summary 
• Model+Prov Char: 5.5% preferred to care for CCS independently, 84% preferred 

working in collaboration with cancer center based physician or LTFU clinic, 10.5% said 
they would refer pt to cancer center based physician, LTFU clinic, or another PCP 

• Prov Char+Prov F/B: on average, internists somewhat uncomfortable caring for CCSs: 
37%, 27%, 25% somewhat comfortable/comfortable caring for Hodgkin, ALL, 
osteosarcoma survivors 

• Prov Char+Res: internists generally unfamiliar with available surveillance guidelines 
for CCS (12% somewhat familiar) 

• Prov Char+Prov Pract: clinical vignette assessed surveillance guidelines for breast 
cancer, cardiac, thyroid function -- 9% were in concordance with guidelines for breast 
cancer surveillance in women with chest radiation hx (mammo+MRI), additional 18% 
recognized need for mammo (but not MRI), 15% identified biennial echo for cardiac 
monitoring, 76% assessed thyroid function appropriately; 5% were concordant with all 3 
surveillance questions 

• Prov Char+Res: most useful tools for caring for adult CCSs: LTFU guidelines (86% 
"very useful") and pt specific standardized letters from specialists with f/u recs for PCPs 
sent directly to PCP (80% "very useful") 

 
Sima 201413: cross sectional survey of 351 US PCPs (general internal medicine or family 
practice) to identify facilitators and barriers to PCPs to provide optimal care for adult survivors 
of childhood cancer 

• Prov Char+Res: more years since graduating from med school associated with having 
received an SCP (other prov char NS) 

• Prov Char+Res: more years since graduating from med school less likely to find SCP 
useful  

• Prov Char+Res: women more likely to strongly agree that TS is useful, agree that SCP 
is useful; regional differences geographically that TS/SCP is helpful 

• Model+Prov Char: 40% said they never cared for CCS, 37% were neutral or disagreed 
that problems of CCS were important to their practice 
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• Res+Prov Char: 40% aware of CCS practice guidelines, felt their training was adequate 
to recognize late effects (27-38% for chemo, surgery, radiation -- higher for surgery and 
radiation compared to chemo) 

• Prov Char+Prov F/B: Barriers: adequate time to discuss late effects (42%), survivors do 
not see late effects as health risk (33%), insurance coverage for screening of late effects is 
a problem for adult CCS (39%), difficult to get cancer history from pts (65%) and from 
oncologist (51%),  

• Prov Char+Res: 84-86% reported never receiving a cancer treatment summary or 
survivorship care plan, 93% never used COG late effects guidelines; >90% PCPs thought 
it would be useful to receive TS or SCP, 86% agreed they would follow COG late effects 
guidelines; rank order importance in source of info: oncologist 45%, internet 33%, books 
10%, journal articles 7%, primary care colleagues 3%, other specialists 2.5%; most useful 
format for medical screening prompt: letter (41%), computer prompt or flowsheet in chart 
(35%), phone call to office (11%), emailer reminder (7%), website with pt info (6%) 

 
Guilcher 200914: Cross-sectional survey of 16 pediatric hematology/oncology programs 
regarding long-term followup care programs for childhood cancer survivors in Canada 

• Model: 13/15 centers (87%) had a formal long-term followup program, defined as a 
dedicated program for patients greater than 2 years beyond active treatment 

• Model+Pt Use: 8/15 of long-term followup centers (53%) had a formal program for adult 
survivors of childhood cancer. only 4 of these 10 programs felt that 50% or greater of 
their adult survivors were followed in their formal program.  

• Model+Pt Needs+Pt Char: “Most important determinants to whether a childhood cancer 
survivor is followed in a formal adult late effects program were: existing late effects at 
the time of transfer, potential adult onset of late effects, and disease status (short time 
from completion of therapy).” 

 

Other Study Designs 
Marr 201715: Retrospective population-based study using administrative data to determine if 
attendance at a specialized clinic for adult survivors of childhood cancer is associated with better 
rates of adherence to the Children's Oncology Group (COG) Long-Term Follow-Up (LTFU) 
guidelines for cardiomyopathy screening. N = 1811 5-year survivors diagnosed between 1986 
and 2005 at risk of therapy-related late cardiomyopathy (Ontario, Canada)  

• Model: Specialized survivor clinic: The Ontario Pediatric Oncology AfterCare Program 
(a provincial network of 7 LTFU clinics for adult survivors of childhood cancer located at 
pediatric or adult cancer centers within 5 major cities in the province) 

• Model+Pt Use: More frequent use of survivor clinics is highly associated with rates of 
adherence to cardiac screening guidelines. The relative rate of adherence increased 10.6-
fold for patients with highest risk of secondary cardiomyopathy (screening recommended 
every year), 3.3-fold for patients needing screening every 2-years, and 2.3-fold for 
patients needing screening every 5-years (compared to no attendance)  

• Model+Pt Use: Our results show that dependence on survivor clinics alone is insufficient 
to ensure complete adherence to guidelines: only 55% of at-risk survivors underwent 
even one echocardiogram. This study was unable to identify how the rates of adherence 
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differ for patients managed with survivor care combined with primary care compared to 
those in primary care alone and this is an area that would benefit from further study. 

• Pt Char+Pt Use: Female sex was independently associated with increased adherence 
• Pt Char+Env+Pt Use: Unlike prior studies of this cohort, higher treatment intensity, 

higher SES, and decreased distance from the clinic were not independently associated 
with increased adherence. 

 
Nathan 201616: Retrospective study linking data from a population-based pediatric cancer 
registry with health administrative databases to determine attendance at 5 specialized survivor 
clinics on Ontario between 1999 and 2012. N= 912 children and adolescents cancer survivors  

• Model+Pt Use: After a median of 7.8 years of followup, 43.3% had attended at least one 
adult survivor clinic visit  

• Model+Pt Char+Pt Use: Significantly increased rates of attendance were associated 
with female gender, higher treatment intensity, radiation, higher alkylating agent 
exposure, higher SES, and an annual exam by a PCP.  

• Model+Env: Distance (living >50 kim away) were less likely to attend than those living 
within 10 km. 

• Model+Pt F/B+Prov F/B: Despite free access to survivor clinics, the majority of 
survivors do not attend. Lack of insurance should not be a barrier; other barriers might 
include co-pays for medical visits / surveillance tests (for low-income patients) and 
indirect costs (e.g., time of work, travel). (From Discussion): The barriers to providing 
appropriate care to adult survivors of childhood cancer appear to be three-fold: (1) there 
is a paucity of specialized survivor clinics, (2) even when such clinics exist, many 
survivors do not attend, (3) most PCPs lack the comfort and knowledge to provide care to 
survivors, particularly in the absence of cancer center support. Given the inconsistency 
with which survivors attend these clinics and the general discomfort among PCPs, 
empowerment of the survivor to seek appropriate care (regardless of care location or 
provider) is critical. However, survivor knowledge about their diagnosis, treatment, and 
consequent risk for late effects is often inadequate, creating a significant barrier to 
seeking appropriate care. [author speculation on context-mechanism-outcome hypothesis] 

Combined Model and Resource (e.g., SCP) 

Prospective Studies 
Oeffinger 201117: Prospective one-arm study of effect of a SCP and information provision 
intervention in 62 HL survivors aged 27-55 from the Childhood Cancer Survivor Study at 
increased risk for breast cancer or cardiomyopathy who had not had mammogram or ECG in 2 
years 

• Model+Res: mailed one-page SCP to patient; PCP also contacted and provided patient-
specific information; virtual information center (web-based resource designed 
specifically for HL survivors and physicians) available to patient and PCP 

• Res+Pt Use: 78% of survivors remembered receiving SCP in the mail and nearly all had 
read and understood it; 39% wanted more risk information; nearly half of those who had 
seen a physician since SCP receipt had shared it; most who hadn't seen a physician 
planned to share the SCP when they did 

• Res+Pt Use: 29% of survivors visited the website. More women than men.  
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• Res+Prov F/B: None of physicians who agreed to participate in the study visited the 
website or contacted the study team. 

• Res+Pt Char+OC: Male participants reported greater fatigue after study than before 
(p=0.02) 

• Model+Res+OC: patient mood and anxiety didn't change with intervention; participants 
reacted favorably to SCP 

• Model+Res+Pt Use: After study 41% of survivors reported mammogram, 20 (CS: %?) 
reported ECG (more women than men). Additional 1/3 in both groups reported plans for 
screening. increased levels are suggestive of the intended effect 

• Res+Prov Pract: PCPs seemed too busy to be involved in the study or to utilize 
resources, but they ordered tests when the patient presented them with information on 
risks. 

 
KadanLottic 201818: Randomized trial evaluating SCP provision to and implementation by PCP 
vs survivorship clinic Model+Res: SCP/PCP group: pt given SCP and told to make survivorship 
care focused visit to PCP in the next 12 months, PCPs given general educational survivorship 
materials (but not SCP) and info to contact study team vs survivorship clinic (SC) group: Yale 
pediatric survivorship clinic visit in next 12 months, which included H&P, guideline 
recommended surveillance testing, and education on health behaviors, SCP given at the end of 
the visit 

• Model+Res+Pt Use: Markedly higher patient adherence to getting testing (esp bone 
density test, echo, blood/urine tests esp gonadotropins) in SC group vs SCP/PCP 

• Model+Res+Prov Pract: Markedly higher provider adherence to ordering testing (esp 
bone density test, echo, blood/urine tests esp gonadotropins) in SC group vs SCP/PCP 

• Model+Res+Prov Pract: markedly higher number of late complications identified in SC 
group (11 patients, 21 complications) vs SCP/PCP (1 patient, 1 complication) 

• Model+Res+Prov Pract: many late complications are not detectable by self-report or 
physical examination and required specialized testing…our data suggest that lack of 
identification of late complications was due to lack of ordering recommended 
surveillance tests. [author speculation on context-mechanism-outcome hypothesis] 

Reports From Survivors and Providers 
Costello 201719: Cross-sectional observational pilot study to evaluate shared care in the form of 
a telemedicine transition visit with a PCP/CCS joined by pediatric survivorship clinic team 
member; 19 transition visits for childhood cancer survivors age 18+ who were 10+ years post-
treatment with a PCP also willing to participate 

• Model+Res: Evaluates a telemedicine visit conducted with primary care provider/CCS 
dyads joined by a pediatric survivorship clinic team member who reviewed an 
individualized treatment summary and care plan. Transition visit included survivorship 
care plan and followup guidelines based on the Children's Oncology Group 
recommendations. 

• Models+Res+Prov F/B: Underlying discomfort with using telemedicine equipment in 
PCP offices (resulting in low response rate; 24 of 46 eligible dyads agreed to participate); 
only 13/19 visits could use the telemedicine equipment due to technical difficulties with 
the rest using audio only 
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• Models+Res+Pt F/B+Prov F/B+OC: Postquestionnaires were overall positive, 
confirming increased knowledge, comfort and abilities, and patient satisfaction in 
survivorship care. Negative comments were primarily related to equipment difficulties. 

Reports From Survivors 
Yan 202020: Survey to assess current adherence to COG and ACS cancer and cardiac 
surveillance guidelines, and to explore predictors of adherence in 11337 survivors of childhood 
cancer at high risk for second malignant neoplasms or cardiac dysfunction and 2146 siblings 

• Res+Pt Char: Compared with survivors treated between 1970 and 1979, survivors 
treated between 1980 and 1989 and between 1990 and 1999 were more likely to have a 
SCP 

• Pt Char+Pt Use: Among high-risk, adherence to breast, colorectal, skin, and cardiac 
surveillance was 12.64% (CI, 10.0% to 15.3%), 37.0% (CI, 34.1% to 39.9%), 22.3% (CI, 
21.2% to 23.4%), and 41.4% (CI, 40.1 to 42.7), respectively;  

• Pt Char+Pt Use: Among average risk, adherence to ACS breast, cervical, and colorectal 
screening was 57.1% (CI, 53.2% to 61.0%), 83.6% (CI, 82.7% to 84.5%), and 68.5% (CI, 
64.7% to 72.2%), respectively 

• Res+Pt Use: In multivariable analyses, among high-risk, survivor-reported SCP 
possession was associated with increased adherence to breast (22.3% v 8.1%; PR, 2.52; 
CI, 1.59 to 4.01), skin (34.8% v 23.0%; PR, 1.16; CI, 1.01 to 1.33), and cardiac (67.0% v 
33.1%; PR, 1.73; CI, 1.55 to 1.92) surveillance 

• Pt Use+Pt Use: Among high-risk, survivors associated with increased adherence to skin 
surveillance (39.6% v 23.2%; PR, 1.24; CI, 1.08 to 1.43). Having a check-up related to 
past cancer in the past 2 years (regardless of location or provider) increased breast (PR, 
7.94; CI, 1.99 to 31.74), skin (PR, 1.50; CI, 1.28 to 1.76), and cardiac (PR, 1.58; CI, 1.39 
to 1.80) surveillance. Visiting a doctor more than 5 times in the past 2 years increased 
skin (PR, 1.47; CI, 1.28 to 1.69) and cardiac (PR, 1.06; CI, 0.99 to 1.14) surveillance 

• Model+Pt Use: Visiting a special cancer survivorship clinic in the past 2 years increased 
cardiac surveillance (PR, 1.16; CI, 1.04 to 1.30), but visiting a cancer specialist did not 
increase adherence to any of the guidelines 

• Res+Prov Char+Pt Use: Among average risk, PCP SCP possession was associated with 
increased adherence to breast (PR, 1.28; CI, 1.13 to 1.45) and colorectal (PR, 1.12; CI, 
1.04 to 1.21) 

• Pt Char+Pt Use: fewer than half of high-risk survivors receive the recommended 
surveillance (C) [author speculation on context-mechanism-outcome hypothesis] 

• Res: Despite the IOM’s recommendation and the Commission on Cancer’s mandate, few 
survivors and PCPs have a SCP; survivors treated after 1990 were more likely to have a 
SCP, suggesting that dissemination is increasing, potentially because of these 
recommendations (C-M-O) [author speculation on context-mechanism-outcome 
hypothesis] 

• Res: Despite the current suboptimal adherence to COG guidelines, adherence improved 
between 2003 and 2016. This was most evident for colorectal (from 14.3% to 41.0%) and 
cardiac surveillance (from 22.4% to 38.5%). Reasons for these increases are likely 
multifactorial. In 2012, only 12% of general internists25 and 9% of family doctors26 felt 
at least “somewhat familiar” with care guidelines for childhood cancer survivors. 
Physician awareness of COG guidelines may be increasing as the time from initial 
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publication grows. (C-M) [author speculation on context-mechanism-outcome 
hypothesis] 

 
Berg 201621: Mixed methods study in survivors of childhood cancer aged 18-34 recruited from a 
university affiliated children's hospital and an NCI designated cancer center in Southeastern 
USA, including surveys (n=106) and phone-based semi-structured interviews with a subset of 26  

• Models+Pt Use: 46% of survey participants had attended a survivorship clinic; 68.9% 
had a PCP; 17% reported no interaction with healthcare in the past 2 years, with an 
additional 14% reporting only seeing a provider once; 1.66 average years since had clinic 
visit with oncologist; .96 years since had clinic visit with survivorship clinic (among 
those who had a visit; 54% had never had a visit)  

• Res: 42.2% reported receiving a treatment summary 
• Prov Pract: 63.2% reported that, during their last clinic visit, a provider discussed any 

symptoms related to their cancer, with less than half reporting that they promoted 
adherence to care recommendations (44.3%), interest in reproduction (42.5%), social 
support (39.6%), and mental health issues (49.1%) 

• Pt Use+Pt Char: In bivariate analyses, factors associated with less than annual 
healthcare provider visits included being older, being male, not being employed, lack of 
insurance, having chemotherapy, moving 

• Pt Use+Pt Char: In multivariate analyses, factors associated with less than annual 
healthcare provider visits included being older, being male, lack of insurance, having 
chemotherapy  

• Res: In terms of resources, several suggestions for using technology to facilitate 
communication with providers, the potential utility of blogging or message boards to 
promote education and support, and internet forums/social networks of young adult 
cancer survivors provide support 

Reports From Providers 
Blaauwbroek 200722: 10-item post-course questionnaire to assess the willingness of GPs (n= 
233/358, 65% response rate), who had followed a postgraduate course on late effects of cancer 
treatment in the Netherlands, to participate in a shared care model for followup of adult 
childhood cancer survivors as well as what their requirements would be in case of participation 

• Res+Model: 97% were willing to participate in a shared care model for followup; 64% 
felt that it was their responsibility to be in charge of childhood cancer survivors.  

• Res+Model+Prov F/B: Main requirements for participation were availability of 
guidelines (64%), sufficient information about the patient's medical history (37%), and 
short communication lines (45%); main barriers were workload (16%), lack of 
knowledge (15%), and lack of communication (13%). 

• Prov Char+Model: GPs are divided on the issue, some viewing shared care as 
improving job satisfaction and others as another example of hospitals offloading work 
onto an already overloaded primary care sector. [author speculation on context-
mechanism-outcome hypothesis] 

 
Iyer 201723: mixed methods study of PCP perspectives (n=134) on SCPs and survivorship care 
for childhood cancer survivors who had attended Yales' HEROS Survivorship Clinic 

• PCP CHARACTERISTICS: 
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o PCPs in practice ~28 years +/-10 (6-60), 54% peds, 23% internists, 20% family 
practice 

o PCPs treated 1-4 pts (ave 1, 84% only 1) childhood cancer survivors in the last 5 
years 

o PCPs: 55% had at least some education on survivorship care/late effects, 34% had 
seen >5 late effects, 45% had seen at least 1 late effect grade 3 or higher 

• SURVIVOR CHARACTERISTICS 
o 162 survivors across 134 PCPs, age 7.5 +/5.8 years (0-20) at diagnosis, mean age 

18.2 +/-8.3 (3-49) at first survivorship visit 
o survivors' cancers: 40% leukemia, 18% lymphoma, 16% sarcoma, 10% CNS 

tumor; treatment: 91% chemo, 51% radiation, 48% surgery, 13% BMT 
o average 4 late effects (0-16), 18% had none, of 133 with a late effect, 52% had 

grade 3 or higher 
• Baseline survey results of PCPs 

o 46% PCP most preferred specialty survivorship clinic as model of care, then 
shared (26%), oncologist alone (21%), PCP alone (8%) 

o 31% very comfortable providing recommended surveillance on SCP, 19% very 
comfortable using SCP to provide recommended surveillance of neurocognitive 
late effects, 3% very comfortable providing all aspects of survivorship care 

o All PCPs were sent pts SCP, though only 51% recalled receiving it -- of those 
recalling SCP receipt, 75% of PCPs reported often or always reviewing the plan, 
42% discussing SCP with patient 

o 48% found treatment summary very helpful, 56% found f/u surveillance 
recommendations helpful 

o 91% had at least one moderate or large barrier to providing survivorship care -- 
74% lack of knowledge/training, 69% incomplete/unclear SCPs, 58% unclear 
designation of responsibility; 48% lack of communication with pediatric 
pncologists 45% lack of access to specialists who provide specific aspects of 
survivorship care, 41% lack of patient willingness to get survivorship care with 
PCP, 29% lack of reimbursement 

• Prov Char+Prov F/B: no association between provider characteristics and provider 
preferences for survivorship care 

• Pt Char+Prov F/B: no association between patient characteristics and provider 
preferences for survivorship care 

• Prov Char+Prov F/B: no association between provider characteristics and cited barriers 
to survivorship care 

• Pt Char+Prov F/B: no association between patient characteristics and cited barriers to 
survivorship care 

• Res+Models+Prov F/B: Our data suggests that before collaborative models with PCPs 
can be effectively expanded, greater emphasis must be focused on how to best address 
knowledge gaps related to the SCP, its use, and survivorship care more generally. Passive 
distribution of the SCP does not seem to be adequate. [author speculation on context-
mechanism-outcome hypothesis] 

 
Gisela 201724: Cross-sectional survey of providers (27 medical oncologists, 13 pediatric 
oncologists, 122 general practitioners, and 21 pediatricians) in Switzerland regarding roles and 
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problems in followup care for childhood cancer survivors regarding (1) involvement in followup 
care; (2) content of followup care provided; (3) problems encountered; and (4) additional 
resources needed.  

• Models: 81% of medical oncologists, 85% of pediatric oncologists, 39% of GPs and 81% 
of pediatricians were involved in followup.  

• Prov Char+Prov Pract: Compared with generalists, more oncologists examined 
survivors for relapse, second tumors and late somatic effects, and informed them about 
their former disease, former treatment and possible late effects. Differences were less 
pronounced for the examination of psychological late effects; counselling on healthy 
behavior did not differ between oncologists and generalists.  

• Prov Char+Prov F/B: Pediatric oncologists reported more problems than medical 
oncologists: many pediatric oncologists reported problems with transition of survivors to 
adult care (91%), and because of financial resources (73%) and time restraints (73%). 
Medical oncologists reported most problems during transition (23%). Not being aware of 
a survivor was the most common reason for GPs and pediatricians not participating in 
followup (74%). GPs (94%) and pediatricians (100%) additionally desired more support 
from oncologists. 

• Prov Char+Res: All groups reported a need for standardized protocols (85–91%) and 
specialized training (55–73%). 

• Prov Char+Prov F/B+Res+Models: Generalists need to be educated and provided with 
guidelines sufficiently to feel comfortable in examining and discussing cancer-related 
issues. This was tried in a pilot project and proved effective in terms of feasibility and 
interest of primary care physicians [43]. One specialized primary care physician for a 
certain catchment area might be able to provide adequate followup care for all survivors 
in the area and involve other specialists if needed. [author speculation on context-
mechanism-outcome hypothesis] 

• Res: Each survivor should receive a personal survivorship care plan, a so called 
“survivorship passport”. [author speculation on context-mechanism-outcome hypothesis] 

Survivorship Care Plans 

Randomized Controlled Trials or Related 
Hudson 201425: RCT to determine whether addition of tailored counseling by advanced practice 
nurses to mailed SCP increases proportion of at-risk Childhood Cancer Survivor Study 
participants (n=472; 411 completed) who complete cardiomyopathy screening 

• Res: Addition of 2 telephone counseling sessions 1 and 3 weeks after SCP with advanced 
practice nurse tailored to address barriers to completion of cardiomyopathy screening 

• Res+Pt Use: 107 (52.2%) of counseling arm vs 46 (22.3%) completed screening at 1 year 
(p<0.001). No factors were identified that modified the effect of the intervention.  

• Pt F/B: Of those who didn't get the screening, reasons cited were lack of time, not 
perceived as important, concerns about insurance coverage, couldn’t afford/no insurance, 
not recommended by physician, forgot. Lack of physician recommendation more likely in 
standard care group (19.9% vs 8.2%, P=0.02) 

• Model+Pt Char: Screening detected cardiomyopathy in 10% and other abnormalities 
consistent with evolving cardiac dysfunction. Need for regular communication between 
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pediatric oncology and PCPs to facilitate understanding the unique and emerging health 
risks with treatment for childhood cancer. 

• Res+Pt F/B: Concerns about insurance coverage for screening was a barrier, even more 
so in the intervention group where resources related to this were provided 

 
Murphy 202126: Randomized controlled trial (Intervention, n=46; Control, n=64) evaluating 
Survivorship Healthcare Passport in childhood cancer survivors 

• Res: This passport is based on the SCP that each patient also receives and is a durable, 
portable, wallet sized plastic card that provides a summary of the patient’s diagnosis and 
treatment history along with a succinct assessment of late effects risks associated with 
their treatment. The passport includes recommendations for followup care based on the 
Children’s Oncology Group (COG) Long-Term Follow-Up Guidelines of Childhood, 
Adolescent and Young Adult Cancers along with our institutional practice guidelines. 

• Res+Pt F/B: Improved knowledge of those given passport card for diagnosis, treatment, 
risks, and recommended followup. The majority of those with a passport (55.8%) showed 
a greater than 20-point knowledge gain in their knowledge score compared with 26.2% of 
those without a passport between the baseline questionnaire to the questionnaire 1 month 
after the clinic visit. 

• authors speculate on role in relationship with PCP; increase compliance. [author 
speculation on context-mechanism-outcome hypothesis] 

Prospective Cohort Studies 
Pannier 201927: Cohort study with acute lymphoblastic leukemia patients (under age 18) and 
their parents treated at 1 cancer center (22 families enrolled, 20 families completed all time 
points) to determine parent and patient experiences with SCP 

• Res: SCP based on Passport for Care and ASCO SCP guidelines 
• Res+OC: 90% of parents were highly satisfied with process of receiving SCP and layout, 

length etc. 
• Res+Pt Use: 95.75% of parents intended to share SCP with someone at T2, but only 

60.9% had done so at T3; only 35% of those with a PCP had shared it with them by T3. 
No parents had shared with school, and though 52.2% at T2 said that they would share 
with other HCPs, at T3, only 8.7% had done so. A few families reported that the SCP 
prompted them to find an SCP.  

• Res+Pt F/B: Between enrollment and follow up there was a shift to wanting SCP 
provision during, rather than at the end, of treatment. Parents wanted oncologist to deliver 
SCP; 26.1% parents at T2 and 8.3% at T3 said that the provider used medical terms they 
didn't understand; only 38.5% of patients felt all questions were answered. 

Reports From Survivors 
Spain 201228: cross sectional survey of 111 adult survivors of pediatric and young adult cancer 
from Memorial Sloan-Kettering Cancer Center Adult Long-Term Follow-Up Program assessing 
retention, understanding, concerns, preferences 1-6 weeks after receipt of SCP 

• Res: one-page SCP (treatment summary + f/u care plan); 1-6 weeks after receipt, 95% 
had the document (55% on hand, 40% at home in a personal file); 95% wanted online or 
wallet-card version of SCP; 80% said SCP contained sufficient content, 20% too little; 
extra info requested on SCP: meds/allergies, all health care providers with contact info, 
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all surgeries, current late effects status, tests with dates/results, mental health 
recs/resources, all dosages of cancer treatment 

• Model: 57% had PCP outside MSKCC, 23% were new pts who never had SCP before 
• Res+Pt F/B: 95% understood everything on treatment summary, 40% found extremely 

and 43% moderately valuable; 95% thought SCP helpful in understanding plan for their 
care, and important link between health care providers; of 30 who visited an outside 
provider since getting SCP, 1/3 gave the provider a copy of the form and 44% to 
someone in their personal circle 

• Res+Pt F/B: SCP as a whole caused concern for 14%, screening recommendations 
concerning for 14%, potential late effects caused concern for 28% (moderate/extreme 
worry in 13%), 4% had mod to extreme worry about cancer, 3% with coping with 
survivorship, 6% with sexual/reproductive worry 

• Res+Pt Char: new pts reported learning new info from SCP compared to return pts (68% 
vs 39%) 

• Pt Char+Pt F/B: lymphoma dx and older age increased odds of general health worry 
(lymphoma survivors were significantly older than non-lymphoma survivors though)  

• Pt Char+Pt F/B: being male and younger associated with sexual/reproductive worry  
• Res+Pt Char: being older, more time since diagnosis, and less understanding of 

treatment summary associated with seeking more info on treatment summary (bivariate); 
after adjusting for age, gender, time since dx --> less understanding of treatment 
summary was associated with seeking more info on treatment summary 

• Res+Pt Char: Those who shared SCP not different significantly from those who did  
 
Shay 201729: survey of n=1395 AYAs (11% diagnosed <21) about SCPs (treatments summary + 
instructions for followup care) 

• Res+Pt F/B: SCP and instructions significantly associated with lower odds of reporting 
unmet needs around information about late effects of treatment  

• Res+Pt F/B+OC: instructions for followup care decreased unmet needs related to 
fertility 

• Pt Char+Pt F/B: factors associated with higher odds of unmet fertility information needs 
included being female, younger age at diagnosis, having a diagnosis of lymphoma or 
testicular cancer, and currently seeing an oncologist  

• Res+Pt F/B: both receipt of a written treatment summary and instructions for followup 
care were associated with lower odds of reporting unmet needs around recurrence 
concerns  

• Pt Char+Pt F/B+Pt Use: female survivors and those currently employed were more 
likely to report unmet needs around cancer recurrence concerns; survivors who were 
currently seeing a primary care physician and who were younger at the time of the survey 
were less likely to report unmet needs about cancer recurrence concerns  

• Res+OC (family risk of cancer): In unadjusted models, but not adjusted models, 
survivors who reported receipt of a written treatment summary and instructions for 
followup care were less likely to report unmet needs around concerns about family risk of 
cancer.  

• Pt Char+OC (family risk of cancer): factors associated with unmet needs around 
family risk of cancer included being female, having lower levels of education, and being 



C-18 

married. Survivors with a history of leukemia, lymphoma, or other cancers had lower 
odds of reporting unmet needs around family risk of cancer 

Other Resources 

Prospective Studies 
Hudson 200230: longitudinal, controlled prospective trial to determine if a multi-component risk-
counseling intervention could induce change in 272 (251 evaluated at both time points) 
childhood cancer survivors' health knowledge, health perceptions, and practice of health-
protective behaviors. 

• Res: Standard care: (1) breast/testicular self-examination teaching by a clinic nurse; (2) 
targeted late effects screening based on clinical history and treatment exposures; (3) a 
thorough clinical assessment by a clinic physician or NP; and (4) late effects risk 
counseling; Intervention arm: standard care plus: (1) distribution and discussion of 
written After Completion of Therapy (ACT) clinical summary; (2) health behavior 
training in health goal chosen by the survivor; (3) health goal commitment to practice 
chosen behavior during ensuing year; and (4) telephone followup at 3 and 6 months to 
reinforce behavioral training. The Health Belief Model was used to guide the 
development of the intervention and identify factors that could potentially influence 
behavioral change. Eligibility for ACT clinic: remission a least 5 years from diagnosis, 
have been off therapy for 2 years, and lack of chronic medical problems requiring 
frequent medical intervention by the St. Jude staff 

• Res+Pt Char+Pt F/B: In a sub-group analysis, there was a significant difference 
between males and females in change scores for health knowledge in the Intervention 
Group, with the females in the cohort generating greater improvement in knowledge. | 
(from Discussion): Although gender difference on knowledge were statistically 
significant, the small increase in knowledge among females may not represent a clinically 
significant change in acquired health information. Nonetheless... risk counseling 
activities may need to account for the gender composition of the target population. 

• Res+Pt F/B+Pt Pract: No significant differences in change scores (from baseline to 12-
month followup) between the Intervention Group and Standard Care for: (1) health 
knowledge, (2) health perceptions of susceptibility to health risks, (3) barriers to 
protective health actions; (4) benefits of protective health actions; or practices.  

• Res+Pt F/B+Pt Pract: The limited effectiveness of our intervention suggests that a brief, 
broad-based risk counseling approach may not be sufficient to achieve a substantial long 
term change in knowledge, health perceptions, and health practices. Our intervention was 
designed to be brief, administered in a single session with telephone followup, and easily 
delivered in a clinical setting. A more intensive intervention conducted over several 
sessions with revisions of content and method of delivery may be necessary to enhance 
the impact of our program. [author speculation on context-mechanism-outcome 
hypothesis] 

 
Steele 201331: Random assignment of survivors to receive two types of newsletters with the aim 
to assess their effectiveness in increasing medical followup in pediatric cancer survivors at risk 
of selected treatment complications (breast cancer, heart disease, and osteoporosis); 5.661 
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survivors participating in the CCSS who were at least 25 years of age (as of July 2, 2001) and 
completed both the baseline and followup (FU-2) survey 

• Res: (1) a newsletter featuring brief health risk information or (2) a newsletter including 
an insert providing more comprehensive health risk information.  

• Res+Pt F/B: Women at risk for osteoporosis who received the newsletter insert were 
more likely to have discussed their risk with a doctor than those who only received the 
brief information (although significance was only borderline);  

• Pt F/B+Pt Use+Prov Pract: Discussing one's cancer-related risk with a doctor is the 
strongest predictor of getting screened for late effects. 

• Res+Pt Use+Prov Pract: A physician's access to the survivor's cancer treatment 
summary also significantly predicted the respondent's receipt of screening for the targeted 
health risk. 

• Res+Res+Pt Use+Pt F/B: No difference between groups in terms of access to a 
treatment summary, medical followup, discussion of childhood cancer health risks, and 
medical screening for the targeted health behaviors. 

• Res+Pt F/B+Pt Use+Prov Pract: More detailed content in a newsletter had minimal 
effect on recommended screening. However, survivor's discussion of cancer-related risks 
with one's doctor significantly influenced participation in health screening. These results 
highlight the integral role of communication in health behavior.  

• Res+Pt Char: Substantially more women (72%) than men (59%) reported reading the 
newsletter. Analysis of the sample as a whole indicated that in addition to gender and 
older age, higher education and being currently married were all moderately but 
significantly correlated with higher newsletter readership. 

• Res: The relatively weak intervention dose (one targeted, not tailored page of 
information in a 2-year period) may explain the null finding. Tailored information seems 
to influence desired outcomes more consistently than targeted information. However, 
even with more intensive interventions, effects are persistently small. [author speculation 
on context-mechanism-outcome hypothesis]  

• Pt F/B+Pt Use+Prov Pract: Discussing cancer-related risks with one's doctor 
substantially increased the likelihood of undergoing recommended screening tests. These 
findings identify behavioral targets that can be modified through intervention (e.g., 
treatment summary for each patient) [author speculation on context-mechanism-outcome 
hypothesis] 

Surveys 
Nathan 201132: Survey of 56 pediatric hem/onc fellowship training programs and their training 
program directors in the United States and Canada to evaluate their resources and capacity for 
survivorship education, and to explore the barriers and opportunities for the optimal provision of 
survivorship-centered training. 

• Res+Prov Char: 86% require attendance at long-term followup clinic by pediatric 
hematology/oncology fellows. Of the 37 programs that required pediatric 
hematology/oncology fellows to attend survivor clinics, 32 reported the length of the 
survivorship rotation. Twenty-one required rotations of 4 weeks or less, 5 required 8- to 
12-week rotations, and 6 required rotations of greater than 12 weeks. Graduate medical 
trainees who rotate through the LTFU clinics include medical students in 21 (46.7%) 
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institutions, pediatric residents in 25 (55.6%), family medicine residents in 2 (4.4%), 
medical hematology/oncology fellows in 4 (8.8%), and radiation oncology fellows in 8 
(17.7%).  

• Res+Prov F/B: Thirty-six programs (80%) provide didactic lectures on survivorship. 
These sessions are mandatory for pediatric hematology/oncology fellows at 26/36 
(72.2%) institutions, for pediatric residents at 5 institutions (13.9%), and for family 
medicine residents at 1 institution; Only 2 (4.4%) considered the training ‘‘very 
effective,’’ while 20 (62.5%) considered it ‘‘somewhat effective,’’ 8 (25.0%) ‘‘a little bit 
effective,’’ and 5 (15.6%) ‘‘not very effective.’’ 

• Res+Prov F/B: Majority of programs require hem/onc fellows to have experience 
assessing survivors (M-C); half of the programs require 4 weeks or less training (M-O); 
Time noted as the biggest barrier to providing training (C-O); "... LTFU clinic directors 
feel that there is insufficient emphasis on survivorship training as part of the fellowship 
curriculum." (C-O) [author speculation on context-mechanism-outcome hypothesis] 

Adult Survivors of Adult Cancer 
 

Models of Care 

Prospective Studies 
Nielsen 200333: RCT in 248 consecutive cancer patients (August - December 1998) recently 
transferred to the Department of Oncology at Aarhus University Hospital (Denmark) to 
determine the effect of a shared care program and to assess patients' reports on contacts with 
their GP; patients completed questionnaires at three time points. 

• Model: Shared care program that had three elements: (1) knowledge transfer (discharge 
summary letters), (2) communication channels (providing the names / phone numbers of 
doctors and nurses responsible for the patient), (3) active patient involvement (oral / 
written information about the information package to their GP). The intervention was 
compared with the normal procedure of the Department of Oncology (i.e., no standard 
procedures for informing the GPs about newly diagnosed cancer patients). 

• Model+Pt F/B+Pt Char: The shared care program had a positive effect on patient 
evaluation of cooperation between the primary and secondary healthcare sectors. The 
effect was particularly significant in men and in younger patients (18-49 years) who felt 
they received more care from the GP and were left less in limbo. Young patients in the 
intervention group rated the GP's knowledge of disease and treatment significantly higher 
than young patients in the control group. 

• Model+Pt Use: The number of contacts with the GP was significantly higher in the 
intervention group. 

• Model+OC: The EORTC quality of life questionnaire and performance status showed no 
differences between intervention and control. 

• Model+Prov F/B: The discharge summary letters were the most difficult part of the 
program as they interfered with the daily routine of the doctors. 

• Model+Prov F/B: "It is essential to have an innovator when performing shared care 
programs across borders in a healthcare system who has connections with both the 
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primary and the secondary sectors. The innovator must be prepared to invest time and 
energy in getting the project accepted in both settings" (CY: innovator = boundary 
spanner); Challenge to improve interpersonal communication between doctors in 
different settings remains; further research is required into cultural barriers to 
communication in the healthcare system 

 
Ramirez 201934: RCT to compare culturally tailored navigation (n=60) to navigation (n=60) in 
Stage 1-3 Latina breast cancer survivors; baseline and 6-month follow up after intervention 

• Model+Res+OC: Significant intervention effect for FACT-G (p=.02), FACT-B (p=.01), 
Social well-being (p=.04), Emotional well-being (p=.03), Functional well-being (p=.01), 
BC subscale (p=.007), but not physical well-being; control QoL got worse between 
baseline and 6-months, intervention improved 

 
Grunfeld 199935: Randomized controlled trial of 296 women with breast cancer from 2 district 
hospitals in UK comparing followup by specialist group vs. GP  

• Models+OC: higher patient satisfaction expressed by patients receiving follow up with 
GPs. Patient satisfaction increased more among GP patients from baseline to mid trial. 
Patients in GP group were more satisfied with continuity of care and access to physician. 

 
Joubert 200636: RCT in 97 patients discharged from acute stroke unit in Australia to evaluate 
health outcomes for a shared care model vs "treatment as usual" post-discharge care 

• Models+Pt Use: Percentage of patients reaching the (recommended) total cholesterol of 
5.18 mmol/L was greater in the intervention group (p = 0.02) 

• Models+Pt Use: Exercise participation, increased over the twelve-month period in the 
intervention group compared to the control group (p = 0.048) 

• Models+OC: No significantly different rates of depression between arms (p=0.06) 

Reports From Survivors 
Dyer 201637: cross-sectional study of 441 long-term survivors (average age 54 years) of Bone 
Marrow Transplant (BMT) in New South Wales (NSW), Australia who were 17 or older when 
they had BMT to identify preferences for long-term care 

• Models: 275 (62.3%) preferred a single provider for their primary transplantation 
followup (ie, general practitioner [GP] alone, local hematologist [LH] alone, or 
transplantation physician [TP] alone). An additional 149 (33.8%) preferred a combination 
of providers and 17 (3.8%) indicated no preference. The majority (44.9%) of those 
surveyed indicated a preference for their TP alone to be primarily responsible for their 
LTFU care. The second preferred option included a combination of TP and LH (14.2%), 
followed by LH alone (13.1%), GP and LH and TP (7.7%), GP and TP (7.7%), GP alone 
(4.3%), or GP and LH (4.1%). Of the 441 patients surveyed, 329 (74.6%) indicated a 
followup preference that included a TP, 173 (39.2%) included a LH, and 105 (23.8%) 
included a GP. In terms of location, 328 of 441 (74%) BMT survivors reported a 
preference for followup at transplant center (TC) alone or in combination with other 
provider locations, such as satellite clinics linked with a TC or telemedicine services 
administered by the primary TC. Of the entire cohort, TC alone was the preferred option 
by 121 (27.4%) and LH practice alone was preferred by 57 (12.9%). Twenty-one (5%) 
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indicated a preference for follow- up with GP practice alone, 18 (4.1%) for telemedicine 
alone, and 17 (3.8%) for satellite clinic alone. 

• Models+Pt Char+Pt Needs: Variables associated with an increased preference for TC or 
TC-linked followup included being in a married/de facto relationship (OR, 1.67; P 1⁄4 
.04) and sexual dysfunction (OR, 2.15; P 1⁄4 .006). Those in full-time or part-time 
employment indicated a decreased though nonsignificant preference for followup with 
TC or TC-linked services (OR, .67; P 1⁄4 .08). On multivariable analysis, no variables 
showed a significant association with a preference for TC or TC-linked followup. Those 
reporting increased severity of GVHD symptoms showed a trend towards increased 
preference for TC or TC-linked followup (AOR, 1.16; 95% CI, .99 to 1.36; P 1⁄4 .06) and 
those in full- or part- time employment showed a trend towards decreased preference for 
TC or TC-linked followup (AOR, .44; 95% CI, .19 to 1.03; P 1⁄4 .06). Those preferring 
LTFU in satellite clinic settings were more likely to be from a middle/high income group 
(OR, 1.98; 95% CI, 1.20 to 3.33; P 1⁄4 .005) and to have a higher educational status (OR, 
2.07; 95% CI, 1.23 to 3.49; P 1⁄4 .003), defined as partial or complete attainment of a 
university qualification. 

• Models+Pt Needs: No significant differences in nontransplantation-related chronic 
disease, cancer, or psychological morbidity were observed in those who preferred LTFU 
in a TC or TC-linked service. Self- reported chronic graft vs host disease (cGVHD) 
symptoms described as moderate/severe were significantly lower in those preferring 
followup in a satellite clinic setting (OR, .55; 95% CI, .29 to 1.0; P 1⁄4 .04), and median 
self-reported current GVHD severity scores were significantly lower (P 1⁄4 .05). Sexual 
dysfunction was significantly higher in those expressing a preference for satellite clinic 
followup (OR, 2.61; 95% CI, 1.46 to 4.74; P < .001).  

• Models+Pt Use: No significant difference in cancer screening was observed between 
survivors preferring LTFU with TC or TC-linked service, with the exception of Pap 
smear uptake in females. Females preferring followup through TC or TC-linked services 
were less likely to report having had a post-transplantation Pap smear (OR, .50; 95% CI, 
.22 to 1.06: P 1⁄4 .05). After adjusting for potential confounders including age, 
educational status, residential location, marital status, GVHD severity, and sexual 
dysfunction, no significant difference was observed (AOR, .19; 95% CI, .03 to 1.25; P 1⁄4 
.08). 

 
Viscuse 201938: survey to assess the impact of survivorship clinic (SC) use on patient centered 
outcomes in 154 adult lymphoma survivors (65 who attended survivorship clinic and 89 who 
did not) treated at Mayo Clinic 

• Models+Res: Patients who went to SC were more likely to receive SCP 
• Models+Pt F/B: Patients who went to survivorship clinic (SC) were more likely to at 

least "somewhat recall discussing preventative health, lifestyle improvements, nutrition 
and exercise (p<0.01), less likely to need at least some more information on long-term 
side effects and decreasing risk of having cancer again, or sexual function (all p<0.05). 
More in SC group were confident to get information on cancer if needed (p<0.05) 

• Pt Char+OC: Younger patients in SC group had better overall health perception  
• Pt Char+OC: Among HL patients in SC group, physical QoL was higher - not 

significant once adjusted by age.  
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• Models+OC: No difference between SC group and non-SC group in overall health, 
physical QoL, mental QoL and distress 

• Model+Res: "It’s not the piece of paper - it is the conversations initiated as a result of the 
piece of paper that matters" "comprehensive survivorship care, delivered within a 
specialized SC in our study, improves patient outcomes and does not increase distress of 
worsen emotional QOL"  

Mao 200939: Cross-sectional survey to describe perceptions of PCP-related survivorship care 
from 286 post-menopausal breast cancer survivors (BCSs) seen in an outpatient breast 
oncology clinic at UPENN who had a PCP  

• Model+Pt F/B: BCSs rated PCP-related survivorship care as 65 out of 100. The lowest 
rated item was interspecialty communication; only 28% felt that their PCPs and 
oncologists communicated well.  

• Model+Prov Pract: Most items related to specific cancer survivorship care (symptom 
diagnosis and management, followup, and surveillance for late effects of cancer 
therapies) had lower endorsements (41%, 50%, and 59%, respectively); areas of PCP-
related care most strongly endorsed: general care (78%), psychosocial support (73%), and 
health promotion (73%)  

• Model+Pt Char+Pt F/B: In a multivariate regression analysis, nonwhite race and level 
of trust in the PCP were significantly associated with higher perceived level of PCP-
related survivorship care 

• Model+Pt F/B+Prov F/B: Survivors' recommendations for enhancing primary care 
delivery of survivorship care:  

o Teaching PCPs about issues relevant to BCS  
o Improving communication between oncologists and PCPs 
o Teaching themselves about how to communicate with their PCPs and oncologists 

so that the care could be cohesive (note: this strategy was more likely to be 
endorsed by nonwhite and less educated BCSs)  

o Developing a primary care clinic specific for BCSs 
• Model+Pt Char+Pt F/B: Nonwhite (predominantly black) patients rated survivorship 

care delivery by PCPs higher and wanted to be taught strategies for communicating better 
with PCPs and oncologists. They also preferred having a primary care-based survivorship 
clinic. We hypothesize that nonwhite survivors may rely on PCPs more than specialists in 
chronic disease management because of access, communication, and cultural issues. 
Research is needed to evaluate interventions to facilitate communication between 
oncology and PCPs for survivorship care. [author speculation on context-mechanism-
outcome hypothesis] 

Reports From Providers 
Mani 202040: cross sectional survey of 86 PCPs across 2 health systems (Cleveland Clinic and 
Mayo Clinic in AZ) regarding practice patterns and barriers to caring for heme cancer survivors 

• Prov Pract+Prov F/B: PCPs who had cared for greater number of heme cancer survivors 
in the last 5 years more likely to report receiving periodic updates from oncologist 

• Prov Pract+Prov F/B: as number of survivors increased in past 5 years, proportion of 
PCPs who often/always had issues with inadequate resources or inadequate 
communication from oncologist decreased; PCPs who cared for greater number of 
survivors past 5 years more confident in managing cancer-related medical issues, cancer 



C-24 

surveillance, secondary cancer screening, and general medical issues (multivariate 
analysis) 

• Prov Pract+Prov F/B: as # patients seen/week increased, proportion of PCPs 
often/always having difficulty transferring patient care responsibilities and lacking 
awareness of screening/prevention guidelines dropped 

• Prov Pract+Prov F/B: higher percentage of PCPs with teaching responsibilities were 
more confident in dealing with general medical issues (also in multivariate analysis) 

• Prov Pract+Prov Pract: PCPs who had cared for greater number of heme cancer 
survivors in the last 5 years more likely to report discuss screening/late effects with pts, 
and more likely to prefer being involved in cancer surveillance 

• Prov Pract+Prov Pract: higher percentage of PCPs with teaching responsibilities 
preferred managing general medical issues, general cancer screening, management of 
psychosocial issues 

• Prov Char+Prov F/B: more years since residency associated with higher confidence in 
managing cancer-related medical issues, cancer surveillance (including in multivariate 
analysis) and decreases in proportion of PCPs who often/always lack awareness of 
clinical/psychosocial needs of survivors and awareness of screening/prevention 
guidelines 

• Prov Char+Prov F/B: 63% of PCPs had no difficulty transferring patient care 
responsibilities with oncologist 

• Prov Pract: 45% discussed cancer surveillance, secondary cancer screening, or late 
effects 

• Prov F/B: barriers = lack of resources to facilitate survivor care (69%), lack of awareness 
of psychosocial needs and insufficient time (65% for each), lack of awareness of 
guidelines (55%), lack of clarity by patient on which provider to call for health issue 
(77%), pt prefers fu with oncologist (66%), inadequate communication with oncologist 
(52%), insufficient reimbursement (43%) 

• Prov Char+Prov Pract: categories of care that PCP preferred to handle (vs 
oncologist/shared with onc/other consultant), only general medical issues (84%), general 
cancer screening (73%), and psychosocial (49%) -- rest were 20% or less (cancer related 
medical issue, cancer surveillance, secondary cancer screening, fertility) 

• (experience caring for survivors) the more PCPs were involved in caring for survivors 
(more survivors seen or longer time in practice) the more comfortable they were doing it 
and the fewer obstacles they perceived. [author speculation on context-mechanism-
outcome hypothesis] 
 

Stephens 202141: cross sectional survey of 29 of 100 eligible PCPs at an academic center 
regarding confidence and care coordination of older breast cancer survivors 

• Prov Char: PCPs mean age 43.5, 13.5 years of clinical experience 
• Prov Char+Prov F/B: 28% not confident/17% somewhat confident in addressing late 

effects of cancer treatment 
• Prov Char+Prov F/B: 24% not confident/somewhat confident addressing chronic 

comorbidities in pts 
• Prov Char+Prov F/B: 3% reach out to patient’s oncologist all of the time, 52% reach 

out little/none of the time. 
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• Prov Char+Prov F/B: 48% answered no to regularly addressing patient’s followup 
clinical visits with oncologists 

 
Worster 199642: Survey to identify experience and willingness of family physicians (n=154) in 
Ontario to take on followup care for breast cancer survivors 

• Model+Prov Char+Env: 90% said would accept responsibility of followup care; 77% 
said appropriate for FPs to take on followup care for stage 1 breast cancer; 3.9% said not 
appropriate; distance to cancer clinic did not seem to influence responses 

 
Brennan 201043: cross sectional survey of attitudes of 161 practitioners in Australia (breast 
surgeon, med onc, rad onc, breast physicians, breast care nurses) who care for breast cancer 
survivors 

• Model: 36% specialists discharged pts from their care after 5 years, 56% after 10 years 
• Prov Char+Prov Pract: gaps in psychological care, social care and general health care 

from specialists 
• Prov Char+Prov Pract: specialists felt cancer recurrence was main role (99%); fewer 

(67 and 29%) felt psychological and social care were part of their role - none felt general 
health care was their main role in f/u care 

• Res+Prov Char: 51% specialists, 83% breast physicians, and 92% breast care nurses 
thought SCP would improve care for survivors 

• Model+Prov F/B: specialists have an interest in sharing care with other providers - but 
96% specialists felt that in order to share care, PCPs need more training 

• Prov Char+Prov Pract: 10-20% of specialists felt they spent too much time in f/u care 
 
Dixit 202044: Cross-sectional survey to assess the knowledge and attitudes of 110 PCPs (MD, 
NP, PA) and preferences for care models for breast and colon cancer survivors in the 12 
primary care clinics of the San Francisco Health Network (safety net)  

• Models+Prov F/B: PCPs felt that communication from the oncologist could be 
significantly improved when transitioning the patient to primary care 

• Models+Prov F/B: About half of PCPs strongly/somewhat agreed (vs. 
strongly/somewhat disagreed) that PCPs have the knowledge needed to provide followup 
care related to breast (50%) and colon cancer (54%). 

• Models+Prov F/B: 33% of providers reported receiving any survivorship training 
• Models+Prov F/B: The most preferred model for survivorship care was shared care 

model (40%). 
• Models+Prov Pract: Monitoring of long-term adverse effects of treatments was less 

well-recognized than surveillance practices, 12% of PCPs correctly identifying 
neuropathy as adverse effect of oxaliplatin; 44% recognizing cardiotoxicity as adverse 
effect of Doxorubicin (Adriamycin), and 28% recognizing paclitaxel-induced neuropathy. 

• Models+Res+Prov F/B: 20% of PCPs reported that they often or always received a 
comprehensive cancer treatment summary from oncology 

 
Forsythe 201245: Survey of Physician Attitudes Regarding the Care of Cancer Survivors 
(SPARCCS) in 1,130 oncologists and 1,021 PCPs who care for breast or colon cancer survivors; 
this analysis focuses on psychosocial care 
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• Model+Prov Char+Prov Pract: both reported involvement with psychosocial care; 
greater percentage of PCPs reported involvement in health promotion (87% vs 79%), sole 
provision of health promotion (47 vs 31); oncologists were more likely than PCPs to 
report shared provision for psychologic care, health promotion, and psychosocial care 
overall, whereas PCPs were more likely to report shared provision for management of 
physical symptoms and sole provision for health promotion and psychosocial care overall 

• Model+Prov Char+Prov Pract: oncologists’ and PCPs’ perceptions of who delivers 
specific aspects of care differ substantially; each frequently endorsed his or her own 
provider group as involved in this care and rarely endorsed the other as usual providers. 
[turf issue? Acceptance of shared care model?]. [author speculation on context-
mechanism-outcome hypothesis] 

 
Numico 201446: Survey to assess attitudes and feelings of Italian oncologists (n=91) in reference 
to creating more efficient models of survivorship care delivery.  

Basically describes Italian oncologists description of their role in providing survivorship care 
to adult survivors of adult cancers. [author speculation on context-mechanism-outcome 
hypothesis] 

• The final part of the survey assessed the meaning of follow up as perceived by 
oncologists (Figure 3). Only 6% and 14% of the oncologists feel that follow up has an 
important role in reducing mortality or anticipating the detection of recurrences in breast 
cancer. These figures grow to 31% and 47% for colorectal cancer. An important role for 
management of late toxicities is perceived by 26% for breast cancer and 17% for 
colorectal cancer. Management of comorbidities is perceived a major role in survivorship 
care by 24% for breast and 17% for colorectal cancer. The educational role is considered 
important in 36% and 32% while the psychological and supportive role for 44% and 
37%. 

 
Bober 200947: Cross-sectional survey to detail practice patterns, attitudes, and challenges in 
caring for long-term cancer survivors among community and academic based general internal 
medicine physicians in Denver, Colorado (n=227). 

• Prov Char+Prov Pract: PCPs in practice >10 years were 7 times more likely to deliver 
multidimensional care (OR, 7.17; 95% CI, 1.7-30.9 [P <.008]) than PCPs with <10 years 
in practice.  

• Prov Char+Prov F/B: 47.9% of PCPs reported feeling unprepared to evaluate the long-
term effects of adult cancer survivors and 49.8% reported feeling unprepared to manage 
these long term. 

• Prov Char+Prov F/B+Res: Commonly endorsed barriers to delivering survivorship care 
were: lack of standards for survivorship care (52.5%); inadequate preparation/formal 
training around survivorship (47.2%); and limited access to mental health referrals for 
cancer survivors (45.7%).  

• Prov Char+Prov Pract: 37.3% of PCPs reported never or only rarely screening for 
medical late effects, 62% of PCPs reported never or only rarely addressing issues of 
sexual dysfunction, and 33% reported never or rarely addressing mental health issues.  

• Prov Char+Prov F/B+Res: 98% of PCPs would like to receive additional descriptions 
of patients’ previous cancer treatments, including therapeutic exposures, information 
regarding short-term complications, and individualized guidelines for care. 
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Cheung 201248: Surveyed primary care providers (PCPs) (n=938) and oncologists (n=1088) to 
assess how physician attitudes toward and self-efficacy with cancer followup affect preferences 
for different cancer survivorship models 

• Models+Prov F/B+Prov Char: Most oncologists were confident in their knowledge 
regarding following patients for cancer recurrences, and managing cancer and its long-
term and late effects (80 and 70 %, respectively), PCPs had lower self-efficacy in these 
areas (34 and 19 %, respectively; both p<0.001, comparing PCPs vs. oncologists) 

• Models+Prov F/B+Prov Char: Most PCPs reported they were better able to provide 
routine cancer followup (57 %), detect and work-up recurrent cancers (74 %), and offer 
psychosocial support to survivors (50 %). However, only 32 % felt they were able to 
assume primary responsibility for survivorship care. 

• Models+Prov F/B+Prov Char: Majority of cancer specialists did not feel that PCPs 
were adequately supported or trained to offer routine cancer followup (78 %), detect 
cancer recurrences (62 %), provide psychosocial support (92 %), or take on the principal 
role for survivorship care (87 %; all p<0.001). 

• Model+Prov Char: PCPs and oncologists who were 40 years or older were significantly 
more likely to prefer an oncologist-based model instead of a PCP/shared care or 
specialized survivor clinic model than those under 40 years, after controlling for 
covariates (both overall p<0.05). 

• Model+Prov F/B+Prov Char: PCPs already involved with cancer surveillance (43 %) 
were more likely to prefer a PCP/shared care than oncologist-based survivorship model 
(OR, 2.08; 95 % CI, 1.34–3.23). 

• Model+Prov F/B+Prov Char: Proportion of oncologists (87 %) did not feel that PCPs 
should take on the primary role of cancer followup. 

 
Buriak 201549: Cross sectional survey of 1809 providers who took online course [physicians (n 
= 229), NPs (n = 213) and RNs (n = 1367)] to assess predictors of intention to provide 
survivorship care guided by the theory of planned behavior (TPB) 

• Res: Educational intervention to enhance survivorship expertise among PCPs through a 
"cancer survivorship primer containing epidemiological information, patient cases, 
guidelines for clinical followup, and reference materials for delivery through the WebMD 
platform 

• Associated with intent to provide survivorship care: 
o Model+Prov Char: physicians less likely than NP/RN; 6-10 years in practice more 

likely (11-20 years approached significantly more likely); provider survivorship 
status not associated 

o Model+Prov F/B: perceived presence of barriers less likely 
• Res+Prov F/B+Prov Char: A smaller percentage of RNs (39.73%) perceived barriers to 

survivorship care than in either the physicians (51.53%) or NP (49.77%) groups. Most 
common barrier for all groups: lack of survivorship care plans and treatment summaries; 
lack of education and training was 2nd for NPs and RNs, 3rd for physicians; lack of 
insurance coverage and lack of standard survivorship model also reported by >10% in all 
groups; coordination of care between PCP and oncology and lack of EMR less often cited 
as barriers; 2% identified no barriers 



C-28 

• Prov F/B+Prov Pract: theory of planned behavior with focus on knowledge, attitudes, 
and perceived barriers in relation to intent to deliver survivorship care. [author 
speculation on context-mechanism-outcome hypothesis] 

• Prov Char+Prov F/B: observation that RNs did not perceive as many barriers as NPs or 
physicians may be attributable to lower responsibility for overall patient care; physician 
and NP alignment on barrier recognition could arguably be due to similarities in 
accountability for and volume of patient care. [author speculation on context-mechanism-
outcome hypothesis] 

• Res+Prov F/B: recommend extending this educational strategy to include video vignettes 
and multimedia presentations featuring midcareer provider champions who have 
successfully incorporated survivorship care into their daily practice and can share 
experiential examples of how they overcame specific barriers to providing this care; these 
firsthand examples should be accompanied by direct links to current survivorship plan 
templates and guidelines for surveillance and followup in order to provide practical, 
“how-to” resources to help less experienced clinicians develop confidence in their 
capacity to perform competently in this arena. [author speculation on context-
mechanism-outcome hypothesis]. 

 
Chubak 201250: Interviews with 40 of 48 approached clinical leaders, administrators, and 
providers in oncology, primary care, nursing administration, and specialty care from 10/14 sites 
of the Cancer Research Network to find out about survivorship care in integrated health care 
delivery systems 

• Models+Prov F/B: Interviewees reported belief that oncology and PCPs are jointly 
responsible for the care of cancer survivors and highlighted the role of electronic medical 
records in coordinating and sharing care; highlights evidence gaps, including value, 
effectiveness, and cost-effectiveness of different care models, group visits, and self-
management programs; financial costs and benefits of formalizing survivorship care 
(including reimbursement issues) 

• Res: Many respondents were not familiar with survivorship care plans 
• Models+Prov Char+Prov F/B: Only 2 sites had formal cancer survivorship programs in 

place (1 nurse-led program, 1 physician assistant-led consultative service), both with 
dedicated funding and a provider champion; 2 were developing programs 

• Res+Prov F/B: Some use and some lack of awareness of survivorship care plans and 
planning; some mention of guidelines; provided some non-survivorship-specific tools 
such as educational materials and seminars and support groups 

Other Study Designs 
Etim 200651: Retrospective cohort using SEER-Medicare to evaluate receipt of mammography 
in 3828 breast cancer survivors followed by generalist physicians, specialists, or both 

• Prov Char+Pt Use: Patients who saw generalists only, receipt of mammography was 
57.7%, 55.1% and 54.2% respectively in followup years 1–3; in shared care patients was 
84.0%, 81.0% and 78.6%.  

• Prov Char+Pt Use: In a multivariate logistic regression model, women receiving shared 
care had substantially greater mammography use than others, OR 2.13 (95% CI: 1.74, 
2.58)  
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• Pt Char+Pt Use: Stage II disease and patients of African American race were 
significantly less likely to receive followup mammography during the first and third 
followup years. 

• Model+Pt Char: "patients followed up only by generalists had greater comorbidity, 
resided in less affluent and less urban areas, and received different treatments from those 
followed up by specialists" 

 
Worster 199552: Chart review to assess how frequently family physicians were involved in post-
treatment followup care of their patients with stage I breast cancer (n=183) in Canada 

• Model+Pt Char+Env: PCP involved in followup care in 12% for cases of surgery and 
radiation and 29% surgery. PCPs infrequently involved and less so for those receiving 
radiation; no differences based on distance of patient to cancer clinic 

 
Choi 202053: Description of a survivorship program and survivors who attended the clinic 

• Model: Primary Care for Cancer Survivor Clinic; patients are seen by 1 of 6 general 
internists with interest/expertise in cancer survivorship; providers also see non-cancer-
related longitudinal patients; primarily funded by provider relative value units; providers 
hold monthly meetings to review clinical operations, provide updates on cancer 
survivorship-related topics, and discuss ongoing research initiatives 

• Model+Env: 2 general internal medicine practices (1 urban hospital-based, 1 suburban 
ambulatory) 

• Model+Prov Pract: The visits address cancer surveillance, late and long-term effects, 
preventive health including lifestyle counseling, comorbidities, and/or palliative care as 
appropriate, and initial visits are guided by a template; services include medication 
prescriptions, counseling, and referrals to specialists and ancillary services 

• Model+Res: Collated a shared list of medical providers and community resources 
• Model+Prov F/B: Describes the high quality of communication between the clinic and 

oncology providers, which is perceived as valuable; discusses the value of embedding 
survivorship care in primary care, where survivorship issues are seen as part of the 
entirety of the patient’s health; RVUs are higher for PCCS clinic patients, supporting the 
clinic’s economic viability; had more demand for longitudinal than consultative care, 
creating capacity issues. [author speculation on context-mechanism-outcome hypothesis] 

Combined Model and Resource (e.g., SCP) 

Prospective Studies 
Mayer 201654: Pilot, randomized controlled trial comparing SCP transition visit with oncology 
NP vs SCP transition visit+PCP followup visit in 34 adult cancer survivors in community cancer 
center 

• Pt F/B+Pt F/B: patient activation associated with baseline knowledge in cancer history 
(lower activation with lower score, p=0.05) 

• Model+OC: SCP/PCP decreased worry while SCP only increased worry (p=0.05) 
• Pt F/B+Pt F/B: high patient activation associated with better baseline care coordination 
• Model+Pt F/B: Confidence in survivorship improved from baseline to f/u in all 

survivors, not different by model 
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• Model+Pt F/B+OC: no association in level of satisfaction, model, and pt activation 
• Model+Prov F/B: no association in PCP confidence and model 
• Model+Res+Pt F/B: Survivors reported less responsibility of the oncologist to follow 

them for cancer at f/u and increased discussions about who would provide followup for 
medical problems other than cancer (oncologist, 82%; PCP, 32%). Survivors had greater 
expectations that the PCP would provide preventive health compared to the oncologist 
and treat other medical problems. Survivors placed similar responsibility on both the PCP 
and oncologist in screening for other cancers 

 
Taylor 201955: Pragmatic phase II pilot RCT evaluating nurse-led survivorship model of care in 
60 adult lymphoma survivors from single tertiary cancer center in Australia 

• Model: nurse-led lymphoma survivorship model comprised of 3 F2F appts, delivery of 
tailored resources (see Excel abstraction for full list), and SCP shared with PCP; 
coinciding with heme appt to decrease travel burden 

• Pt Char+Pt needs: Women had more unmet needs than men in general; men had higher 
information needs 

• Pt Char+Pt F/B: Women had more anxiety/depression/stress than men 
• Model+Pt F/B: control had higher fighting spirit over time compared to model 
• Model+Pt F/B: those in intervention had greater confidence in PCP at study completion 
• Models+Pt F/B: no association between intervention (survivorship clinic) and 

anxiety/depression/stress 
• Pt F/B: 50% identified fear of recurrence, 1/3 identified fatigue and/or cognitive 

impairment 
• Model+Res+Pt Use: 83% recorded goal to increase or start exercise, 53% wanted to 

make lifestyle changes, 13% used the motivational chart to assist with smoking cessation, 
10% quit smoking by study completion, 6% used motivational chart to address excessive 
alcohol intake (3% abstinent, 3% reduced intake by end of study) 

• Res+Prov Pract: 16 (89%) PCPs had read the SCP and seen their patients within the last 
six months;11 (61%) indicated they had discussed SCP with patient; 16 PCPs completed 
the Likert-type scale on the usefulness of SCP; majority (n=13, 81%) to SCP was good to 
very good (M=4.19).Ten (56%) GPs provided responses which included a desire for more 
information on treatment, chemotherapy agents, frequency of hematologist review, side 
effect management and what was required of the PCP 

 
Parker 201856: 4-site cluster randomized trial examining efficacy of survivorship planning 
consultation (communication skills training for physician then applied in survivorship visit with 
SCP) in 42 physicians of 198 adult lymphoma survivors at the time of remission 

• Res: 5 hours of in person communication skills training, including info about lymphoma 
survivorship, videos of communication strategies for survivorship consultation, 
standardized pts, and discussion about benefits/barriers to SCP implementation (control 
arm was 2 hour in person training focused on wellness/lifestyle factors only) 

• Model+Res: 15 minute one time new survivorship consult 
• Model+Res+Pt F/B: Pts knowledge increased with time in both groups but more for 

intervention 
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• Model+Pt Use: pts in intervention >2x likely to get flu shot, more likely to get colorectal 
cancer screening but not pneumococcal shot, other cancer screenings (mammogram, pap 
smear, skin check), annual PCP visit (overall adherence to preventive care was low) 

• Pt F/B+Pt Use: patient knowledge of lymphoma not associated with adherence 
 
Jefford 201657: RCT: Survivor Care vs usual care in 221 colorectal cancer survivors in Australia 

• Model+Res: Survivor Care: (a) information package, (b) nurse-led, face-to-face end-of-
treatment session; (c) a tailored SCP; and (d) telephone followup 

• Model+Res+OC: those in SCP group expressed more satisfaction with care; similar 
levels of psychological distress; cancer survivor needs (measured by Cancer Survivors’ 
Unmet Needs measure (CaSUN)); QoL 

Reports From Survivors 
Rosenberg 201729: questionnaire in n=1713 adult survivors of adult cancers evaluating a risk-
adapted visit for developing an SCP (model and resource are intertwined) 

• Models/Res+Prov F/B: 95.7 % (1545) felt that the survivorship nurse was 
knowledgeable about the information discussed during the RAV  

• Models/Res+Pt F/B+Prov F/B: felt more comfortable recognizing signs and symptoms 
of recurrence to report to their health care provider; 98 % (1583) had a better appreciation 
for potentially helpful community programs geared to survivorship services  

• Models/Res+Pt F/B+Prov F/B: 94 % (1518) felt more confident in their ability to 
communicate information about their cancer treatments to other members of their health 
care team; 72 % stated that they had discussed their SCP with their primary care 
physician (PCP) or another health care provider 

• Models/Res+Pt F/B: Survivors were asked to select any of five ways they found the SCP 
personally useful since the time of their RAV. Of the 488 respondents, nearly 100 % 
found the SCP a useful tool to summarize medical information, 97 % to reinforce 
followup care, 85 % to recognize symptoms of recurrence to report, 93 % to identify 
healthy lifestyle practices, and 91 % to assist in identifying resources for support. Almost 
85 % found the SCP a useful tool in all five domains.  

• Models/Res+Pt Use: 97 % stated they made at least one positive lifestyle change since 
their RAV (dietary modification and/or increased physical activity and/or discontinuation 
of non-prescribed supplements); 89 % attended at least one LIFE health promotion 
seminar and identified which seminar was attended  

• (M) being nurse-led may be the (M) giving the model/resource gas; takes place in 3 
location affiliates with one academic center (C); Patients discussed SCP with their PCPs 
and this could be the catalyst for transitioning back to primary care (C/M). [author 
speculation on context-mechanism-outcome hypothesis] 

Reports From Providers 
Forsythe 201358: Survey of Physician Attitudes Regarding the Care of Cancer 
Survivors (SPARCCS) survey of oncologists (N=1130) and PCPs (N=1020) caring for breast 
and colorectal cancer survivors 

• Res+Prov F/B: Nearly half of oncologists (49.1%) reported always/almost always 
providing treatment summaries (TSs), whereas 34.2% of PCPs reported always/almost 
always receiving TSs (P < .001); Furthermore, 20.2% of oncologists reported 
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always/almost always providing SCPs, whereas 13.4% of PCPs reported always/almost 
always receiving SCPs (P = .001).  

• Res+Prov Char+Prov F/B+Model: Detailed training in late and long-term effects, use 
of partial or full electronic medical records in clinical practice, Asian or “other” 
race/ethnicity, and older age were positively associated with always/almost always 
providing TSs to PCPs (P < .05). Detailed training in late and long-term effects, use of 
partial or full electronic medical records in clinical practice, and Asian race/ ethnicity 
were positively associated with always/almost always providing SCPs to PCPs, whereas 
an oncology practice size of 6 or more physicians was inversely associated with SCP 
provision (P < .05).  

• Res+Prov F/B+Prov Pract: Compared to PCPs who received neither TSs nor SCPs, 
PCPs who reported always/almost always receiving SCPs were more likely to report 
never having uncertainty or difficulties related to care coordination, always 
communicating with other physicians about cancer care and care for other medical issues, 
and being very confident in knowledge about surveillance, late and long-term effects, and 
psychosocial needs (all P < .05). Moreover, PCPs who reported always/almost always 
receiving SCPs were more likely than PCPs who received TSs alone to report always 
communicating with other physicians about cancer care and other medical issues, and 
being very confident in knowledge about late and long term effects (P < .05). PCPs 
receiving TSs alone were more likely than PCPs who received neither document to report 
never having difficulties transferring patient care responsibilities (P < .05) 

• Model+Res: No associations with preferred model of survivorship care or confidence in 
SCP 

• Res+Prov F/B: This is a communication issue at its core: a PCP who does NOT receive 
an SCP reported difficulty transferring patient care responsibilities. 

• Model+Res+Prov F/B: PCPs not receiving SCP may not work in the same shared care 
model as the Onco (C and M). [author speculation on context-mechanism-outcome 
hypothesis] 

• Res+Prov F/B: Treatment summaries and SCP being combined may support 
communication and coordination (C and M). [author speculation on context-mechanism-
outcome hypothesis] 

• Res+Prov F/B: Electronic records may enable implementation of SCPs (M). [author 
speculation on context-mechanism-outcome hypothesis] 

 
Jabson 201559: Test associations between receipt of followup care instructions (FCI) and 
treatment summaries (TS) paired with patient navigation (PN) and survivor's receipt of cancer 
surveillance, preventive cancer screening, and attendance at regular medical appointments in 
3541 cancer survivors who participated in the 2010 LIVESTRONG online survey and "who had 
completed their cancer treatment"  

• Res: "The purposes of patient navigation and SCP are complementary. Patient navigation 
is designed to improve cancer-related outcomes by reducing barriers to survivor's timely 
progression through the cancer care continuum, and SCPs are designed to improve health 
and followup care by informing and directing followup care after cancer treatment is 
completed"  

• Model+Res+Pt Use: Each of the support services was independently associated with 
survivor's attendance at medical visits, receipt of surveillance for previous cancer, and 
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being up to date on preventive care screening. Followup care instructions had strongest 
association with receipt of followup care. Likelihood of receiving followup care (i.e., 
attendance at medical appointments and receipt of preventive cancer screening) was 
greatest when survivors received FCI, TS, and patient navigation.  

• Model+Res+Pt Use: In order for SCPs to achieve their maximum intended effect, it is 
possible that they could be enhanced by patient navigation. If forced to choose only one 
component of the SCP or patient navigation, the findings suggest that followup care 
instructions are the best single support service for ensuring followup cancer surveillance. 
[author speculation on context-mechanism-outcome hypothesis] 

Other Study Design  
Thom 201960: record review of 622 adult survivors of early stage breast, prostate and 
colorectal cancer from one hospital's (MSK) survivorship clinic 

• Models: NP-led survivorship clinic with SCP as part of the intervention 
• Models+Prov Char: "NPs were able to deliver care in adherence with established 

guidance and to function as independent providers" 
• Models+Prov Char+Prov F/B: Authors discuss the fact that in NY, where the research 

was conducted, NPs can bill for their independent visits, which provides a financial 
structure that supports this model - at least in this policy context. [author speculation on 
context-mechanism-outcome hypothesis] 

 

Survivorship Care Plans 

Randomized Controlled Trials or Related 
Nicolaije 201561: ROGY cluster RCT 12-month findings in endometrial cancer survivors; 
n=221 at baseline; n=158 at 6 months, n=147 at 12 months 

• Res+Pt F/B: Intention-to-treat analyses at 12 months showed that patients in the SCP 
care arm reported receiving more information about other services than patients in the 
usual care arm. Per-protocol analyses revealed three overall effects: SCP patients 
reported receiving more information about treatment, other services, and different places 
of care vs. usual care. Patients receiving SCP care reported receiving more information 
about things you can do to help yourself get well at diagnosis, treatment at 12 months, 
and other services at 12 months. 

• Res+OC: No overall effects regarding satisfaction but lower satisfaction with nurse 
interpersonal skills at 12 months in SCP arm in ITT but not per-protocol analysis. 

• Res+Pt F/B: In intention-to-treat analyses, overall, patients in the SCP care arm reported 
that they experienced more symptoms, were more concerned about their illness, and were 
more affected emotionally. Per-protocol analyses showed two overall effects: Patients 
receiving SCP care reported that they experienced more symptoms and were more 
concerned about their illness. Furthermore, at diagnosis, patients receiving SCP care 
reported that they experienced more symptoms, were more concerned about their illness, 
and were more affected emotionally. At 12 months, patients receiving SCP care reported 
that they were more concerned about their illness and more affected emotionally. 
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• Res+Pt Use: Overall, patients receiving SCP care reported having had more cancer-
related contact with their primary care physician than patients in the usual care arm, both 
in intention-to-treat and per-protocol analyses. 

• Res+Pt F/B+OC: SCP care increased the amount of information received, suggesting 
that SCPs may be useful for providing more patient tailored information in areas for 
which existing information provision is insufficient. However, SCP care did not show an 
effect on satisfaction with information provision and care. Future research is needed to 
investigate whether certain patients may or may not benefit from SCPs. [author 
speculation on context-mechanism-outcome hypothesis] 

• Res+Pt F/B+Prov Pract+OC: Patients in the SCP care arm reported being more 
concerned about their illness, feeling more affected emotionally, and experiencing more 
symptoms. However, it is unclear whether these effects are harmful or perhaps beneficial 
for patients. Health care providers are often reluctant to provide information on potential 
late effects, because they believe it may have negative effects on psychological 
adjustment and increase the experience of late effects. However, one could also argue 
that receiving an SCP raises patients’ awareness of cancer related symptoms and 
empowers them to find the necessary support. The current outcome that patients 
receiving SCP care reported more cancer-related contact with their primary care 
physician is in line with this assumption. Because followup care for cancer survivors is 
increasingly transferred to the primary care physician, SCPs may be a useful tool to 
enable this transition. [author speculation on context-mechanism-outcome hypothesis] 

 
Jeppesen 201862: ROGY RCT to assess the impact of survivorship care plan (SCP) provision 
and moderating factors on health care use following endometrial cancer treatment (n=221) 

• Res: web-based registration of medical history, treatment, followup care, ROGY enables 
automatic generation of a survivorship care plan including information of possible late 
effects, effects on social/sexual life, recurrence signs, psychosocial/supportive care 
services 

• Res+Pt Use: In the first year after diagnosis, women allocated to the SCP group had 
more visits to their GP compared to women receiving usual care. This difference was 
only significant directly after treatment (mean 2.7 visits vs. 1.7 visits, 95% CI: 0.4–1.9). 

• Res+Pt Use: At 24-month followup, observed a higher use of GP in the usual care arm 
(mean 1.2 visits vs. 0.3 visits, 95% CI: − 1.8–0.2) 

• Res+Pt Char+Pt Use: Women treated with radiotherapy, and women with anxious 
symptoms had a higher use of primary care when receiving an SCP compared to those 
not receiving an SCP 

• Res+Pt Use: No difference was found with regard to the cancer-related use of specialist 
care between the two groups 

• Res+Pt Use: The survivorship care plan may help women seek relevant care in the early 
stages of treatment, but maybe not in later stages. [author speculation on context-
mechanism-outcome hypothesis] 

 
deRooij 201762: ROGY cluster RCT 24-month findings in ovarian cancer survivors; n=174 
eligible (61=SCP, 113=control), n=123 at 6-month, n=100 at 12-month, n=75 at 24-month 

• Res+OC: No overall differences in satisfaction in the overall ITT analysis. At 6 and 24 
months, patients in the SCP care arm reported lower perceived information on other 
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services. In the PP analysis (N=153), this difference remained only significant after 24 
months. Further, in ITT analysis only after 24 months, patients in the SCP care arm 
reported lower satisfaction with the interpersonal skills of the nurses, but this difference 
was not significant in the PP analysis. 

• Res+Pt F/B: In the ITT analysis overall, after diagnosis and after 6 and 12 months, 
patients in the SCP care arm reported lower beliefs that the treatment would help to cure 
the illness compared to patients in the usual care arm. In PP analysis this finding was 
only significant overall and after 12 months. 

• Res+Pt Use: In ITT analysis, patients in the ‘SCP care’ arm reported less visits to the 
medical specialist in the 6 months after treatment. 

• ovarian cancer patients who received an SCP had less trust that the treatment would help 
to cure the disease. This may be explained by the fact that ovarian cancer generally has a 
poor prognosis, and information provided in the SCP (i.e., on chance of recurrence) may 
not support the patients' belief that she will be cured. This is negative yet realistic 
information that the patient otherwise would mostly not receive, as oncology providers 
are often reluctant to provide such information in order to prevent the patient from 
negative psychosocial effects. [author speculation on context-mechanism-outcome 
hypothesis] 

 
Nicolaije 201463: pre-post intervention questionnaire to assess oncologists (n=38 pre-
intervention [21 SCP, 17 control]; n=35 [20 SCP; 15 control] post-intervention) perceptions of 
SCPs used in ROGY cluster RCT of endometrial and ovarian cancer survivors in the Netherlands  

• Res+Prov F/B: Both before and after patient inclusions, oncology providers were 
motivated to start or keep using the SCP (M=7.7 and 7.9, respectively, with 1=not at all–
10=very much; p =0.55). 

• Res+Prov F/B: Before patient inclusion, 61% of the oncology providers in the SCP care 
arm expected to need more time for their consultations, with an average of 7.5 min 
(range, 2–10 min). After patient inclusion, 25 % reported that they had actually needed 
more time for their consultations, with an average of 7.3 min (range, 2–10 min). Self-
reported consultation time also did not differ before (M=21.8 min) and after (M=18.7 
min) patient inclusion (p =0.22). 

• Res+Prov F/B+Pt F/B: When asked to what extent they expected the SCP to affect the 
patient positively, oncology providers in the SCP care arm reported a 7.3 (with 1=not at 
all–10=very much). After patient inclusion, when asked whether they believed the SCP 
had actually affected the patient positively, oncology providers reported a 7.5 (p =0.85).  

• Res+Prov Pract: The oncology providers rated the extent to which the SCP contributed 
positively to the communication between themselves and the patient, and between 
themselves and the primary care physician with a 5.4 and a 3.0, respectively (with 1=not 
at all–10=very much). 

• Res+Prov F/B: In general, oncology providers rated their satisfaction with the use of the 
SCP with a 7.1 (with 1=not at all–10=very much). 

• Res+Prov F/B: Approximately two thirds (64 %) of the oncology providers indicated 
that they encountered practical problems in the use of the SCP. Most frequently reported 
practical problems were not finding an appropriate moment to discuss the SCP with the 
patient (56 %), not completing ROGY in time for the SCP (44%), and technical issues 
with ROGY (11%). Other practical problems that were reported were all related to the 



C-36 

availability of time to prepare and discuss the SCP. Suggestions for improvement of the 
SCP were the participation of an oncology nurse in small hospitals to ease the burden on 
gynecologists, to involve other specialists in the different aspects of the SCP, and to 
already provide an SCP before treatment. 

• Res+Prov F/B: Pragmatic concerns about the implementation of SCPs that were 
identified in previous studies were finding the time, reimbursement, personnel, and 
resources necessary to create SCPs [4, 10–14]. In order to overcome these barriers, the 
circumstances to provide an SCP in the ROGY Care trial were designed to ease the 
burden on oncology providers as much as possible. By automatically abstracting all the 
relevant information for the SCP from the registration system ROGY, oncology providers 
were able to generate an SCP by merely pushing a button. Consequently, in the current 
study, reimbursement issues and resources necessary to create SCPs were not reported as 
barriers by the oncology providers. [author speculation on context-mechanism-outcome 
hypothesis] 

• Res+Prov F/B: The most frequently reported practical barrier was finding the time to 
discuss the SCP. Interestingly, the self-reported consultation time of the oncology 
providers in the SCP care arm did not differ before and after patient inclusions. 
Moreover, self-reported consultation time did not differ between the SCP care arm and 
the usual care arm. These findings indicate that there is a difference between oncology 
providers’ perceptions of how much time they spent on SCP care and actual reported 
consultation time. [author speculation on context-mechanism-outcome hypothesis] 

• Res+Prov Pract: oncology providers reported to have low confidence that the SCP 
contributed positively to the communication between themselves and primary care 
physicians. For future research, it would be interesting to examine how the contribution 
of SCPs to the communication between medical specialists and primary care physicians 
can be increased. Furthermore, primary care physicians’ evaluation of receiving an SCP 
is needed. It is important to note, however, that the SCP in the present study was not 
specifically tailored to the needs of primary care physicians. [author speculation on 
context-mechanism-outcome hypothesis] 

 
deRooij 201964: analysis of ROGY cluster RCT examining whether the impact of SCPs on 
PROs differed between patients with an information-seeking coping style (monitoring) versus 
those with an information-avoiding coping style (blunting); endometrial (n=131), ovarian (n=95) 

• Res+Pt F/B: Among patients who had a monitoring coping style, compared with patients 
in the usual care arm, those in the SCP care arm reported higher receipt of information 
about treatments, information about things to do to get well, satisfaction with information 
received, perceived helpfulness of the information received, and higher general 
satisfaction with care.  

• Res+Pt F/B: Among patients who had a blunting coping style, compared with patients in 
the usual care arm, those in the SCP care arm reported a higher impact of the disease on 
life and more concerns about the illness. 

• Res+Pt F/B: Patients in the SCP care arm with a monitoring coping style who did not use 
the internet for medical information reported higher helpfulness of the information 
received, whereas those with a monitoring coping style who did use the internet for 
medical information did not report higher helpfulness. 



C-37 

• Res+Pt F/B: SCPs may be beneficial for patients who desire information about their 
disease, whereas SCPs may be less beneficial for patients who avoid medical 
information, suggesting a need for tailored SCP delivery to improve survivorship care. 
[author speculation on context-mechanism-outcome hypothesis] 

• Res+Pt F/B: Monitors more often used the internet to look up information about their 
disease compared with blunters, whereas SCPs appeared most helpful for monitors who 
did not do so. These findings suggest that SCPs are most valuable for patients who desire 
information about their disease but do not have access to resources like the internet. 
[author speculation on context-mechanism-outcome hypothesis] 

• Res+Pt F/B: Determining whether SCPs should be individualized according to 
information dose only (ie, extensive vs brief SCPs) or also on content (ie, focus on 
physical vs psychological aspects)40 will require further research. [author speculation on 
context-mechanism-outcome hypothesis] 

 
Brothers 201365: RCT to examine the impact of receiving a SCP on patients' perceptions of 
quality of care in physicians who had completed gynecologic oncology fellowship training 
among gynecologic cancer survivors who were up to one-year post-treatment  

• Models+Pt Use: No significant difference in perception of health services and quality of 
care between patients receiving SCP vs patients who did not receive SCP, for all domains 
(administrative services, clinical services, educational services, helpfulness of writing 
materials, overall experience) 

 
Majhail 201966: RCT (n=231 intervention, n=227 control) adult survivors of adult cancers 
receiving stem cell transplant 

• Res+OC: decrease in distress in the intervention group  
• Pt Char+OC: lower distress among older patients. 
• Res+Pt F/B+Prov F/B: The SCP helped survivors better communicate about HCT and 

its side effects with their medical providers. The 6-month interview included an open-
ended question about patients' experience with the SCP; dominant themes identified on 
qualitative analyses included patients reporting that the SCP helped survivors focus on 
their overall health, supported them in making care decisions with providers, and 
supported emotional health and coping 

• (M) by increasing autonomy patients felt more comfortable making decisions and 
discussing them with their physicians. [author speculation on context-mechanism-
outcome hypothesis] 

 
Smith 201667: Randomized controlled trial with qualitative component comparing provider-
initiated vs. patient-initiated survivorship care plan; breast, prostate, colorectal cancer patients 
(n=41 randomized; 25 completed followup [13 provider-initiated, 12 patient-initiated; 13/40 
providers invited participated]) 

• Res: Provider initiated web-based care plan: "Care Plan Builder" vs. Patient initiated 
web-based care plan: "My Care Plan" 

• Res+Pt F/B: patients in the provider-initiated arm had statistically significant 
improvement on family/partner needing information (mean change: 0.5; P=.04), handling 
the topic of cancer in social/work situations (mean change: 0.8; P=.03), and exploring 
spiritual beliefs (mean change: 0.6; P=.04)  
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• Res+Pt F/B: In patient-initiated arm, needing help managing my concerns about cancer 
improved by 0.3 in the provider-initiated arm but worsened by 0.7 in the patient-initiated 
arm (P=.03).  

• Res+Prov F/B: limited participation of eligible oncologists in this research initiative 
(33%) suggests that the imminent Commission on Cancer accreditation standards do not 
provide a sufficient incentive for many oncologists to develop systems for survivorship 
care planning, nor does the Web-based nature or potential patient-initiated structure 
overcome existing barriers. [author speculation on context-mechanism-outcome 
hypothesis] 

• Res+Pt F/B: Patients showed higher knowledge and confidence when participating in a 
SCP. [author speculation on context-mechanism-outcome hypothesis] 

 
Boekhout 201538: Randomized controlled trial (n=408 patients [337 in analysis] from 9 
Canadian cancer centers) 24-month outcomes of health service use and QoL effects of SCP 
intervention to transition breast cancer patients from oncology to primary care 

• Res: Randomized to PCP-led followup with or without SCP. Intervention group had 30-
minute survivorship visit and SCP. Document and followup visit reminder table sent to 
PCP.  

• Env+Pt Use: Geographic region (p<0.01), associated with guideline adherence 
• Pt Char+OC: SF-36 associated with guideline adherence as was time from completion 

of primary treatment (p<0.013) 
• Res+Pt Use: No difference in receipt of guideline recommended mammography. No 

difference in post discharge cancer center visits, care coordination 
• Res+Pt F/B: SCP not associated with identifying PCP as responsible for follow up. Not 

associated with cancer-specific distress, psychological distress, Health-related QoL, 
patient satisfaction 

• Res+Model: Less than 3% of patients visited oncologist for routine follow up once 
transitioned to a PCP - patient and PCP were willing to have PCP led follow up. 

 
Irene Su 201968: Randomized controlled trial comparing online SCP to curated online resource 
list in young breast cancer survivors (n=182: 86 intervention, 96 control), with at least one 
significant women's health issue 

• Res: web-based SCP with information regarding women's health issues+twice weekly 
text message women’s health action prompts compared to control (curated web-based 
resource lists and twice weekly study adherence text messages) 

• Res+OC: positive impact on fertility-related concerns; non-significant impacts on hot 
flashes, contraception, and vaginal symptoms 

• Res+OC: Sixty-one intervention group participants (70.9%) improved, compared to 55 
controls (57.3%) (OR 1.82, 95%CI0.99–3.4, p=0.057) on at least one issue (primary 
outcome). 

 
Hershman 201369: Single-blinded randomized trial evaluating in-person SCP with 126 breast 
cancer survivors (60 control, 66 intervention). Secondary objective to look for differences 
between Hispanic and non-Hispanic patients (41% Hispanic. Hispanic were less educated, less 
likely to be married, less likely to be F/T employed, lower income, less likely drinker) 
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• Res: All participants given NCI "Facing forward: Life after cancer treatment". 
Intervention group also met with NP and nutritionist for an hour to receive personalized 
summary and recommendations 

• Res+Pt F/B: SCP associated with less health worry  
• Res+Pt F/B: No association at 3 months with SCP and cancer worry, or function or 

depression 
• Res+OC: Although the negative outlook scale was higher in control group at 3 months, 

the change from baseline wasn't significant between groups. At 3 months the health 
worry subscale was higher for control group, but this did not persist at 6 months. 

• Res+Pat Char: No interaction between treatment and ethnicity 
 
Teverwaark 201970: RCT in which breast cancer patients (n=127) were randomized to two 
arms: (1) immediate receipt of an individualized SCP and (2) delayed receipt of an 
individualized SCP (i.e., 4 weeks after baseline). Conducted between November 2013 and 
December 2014.  

• Res+Pt F/B: Positive increase (4%) in individual knowledge between baseline and week 
12 for both arms; receipt of SCP does not appear to be driving the improvement (at week 
4, there was no difference in knowledge between those who received the SCP at baseline, 
and those who were about to receive the SCP at week 4;  

• Res+Pt F/B+OC: No change in satisfaction with communication and care coordination 
over time 

• Res+Pt F/B: At baseline, the population was generally well-informed (76/8% of answers 
were correct). The current "1-size-fits-all" approach to SCP provision may not benefit all 
survivors (those who are already well informed or for whom reviewing the information is 
particularly distressing). [author speculation on context-mechanism-outcome hypothesis] 

• Res+Pt F/B: Authors hypothesized that the improvement in knowledge was because of 
repeated administration of the knowledge survey. "We suspect that much of the 
improvement was the result of survivors seeking out information in response to their own 
uncertainty with regard to the correct survey answers.” Further research into the best 
strategies for improving survivor knowledge is warranted (e.g., small, targeted pushes of 
key information, "test-your-knowledge" surveys, and/or reviews in video or group 
sessions). [author speculation on context-mechanism-outcome hypothesis] 

• Res+OC: "We hypothesize that satisfaction declined as each survivor's attention was 
repeatedly drawn to knowledge gaps" suggesting a potentially harmful consequence of 
SCP provision.” [author speculation on context-mechanism-outcome hypothesis] 

• (CY): Note mediating effect of patient's baseline knowledge on the effect of resources 
(like SCPs); goes with the theme of varying impact of information. [author speculation on 
context-mechanism-outcome hypothesis] 

 
Maly 201771: RCT: usual care vs. individualized SCP provided with nurse counseling in 212 
lower income Latina breast cancer survivors 

• Res+Prov Pract: increased physician implementation of recommended care with SCP 
and counseling (mean score 60.8 vs 48.6, scores 0 to 100) 

• Res+Pt Use: patient adherence to recommended care increased, but not statistically 
significantly (score 55.7 vs 48.7) 

• Res+Pt F/B: no impact on 'perceived efficacy in patient-physician interactions' 
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• Res+Prov Pract: They argue first RCT to show clinical outcome improvement with SCP 
(outcome being PCP implementation of rec care). [author speculation on context-
mechanism-outcome hypothesis] 

 
Fang 202072: RCT of web-based survivorship care plan app vs usual care in 165 breast cancer 
survivors within 5 yrs of tx completion, from single medical center in Taiwan 

• Res+Pt F/B: decrease in unmet needs with SCP app after 6 months (specified 
significance in domains of physical and psychological effect, information, and 
communication); no difference between groups in symptom distress, anxiety, depression 

• Res+Pt F/B: decrease in fear of recurrence for both groups but significantly more with 
SCP app after 12 months 

• Res+OC: increase in QoL with SCP app compared to control after 12 months (trend in 
increased QoL over time for both groups) 

Prospective Cohort Studies 
Hua 202073: Single-center intervention study at a community oncology practice in the Midwest 
to evaluate the impact of delivery SCPs by examining the awareness of SCP receipt as well as 
how provision affects survivors' perception of care quality and of their condition; N = 30 (24 in 
final analysis) cancer survivors (breast, colon, and prostate) 

• Res: Most participants preferred to review the SCP with a cancer navigator (58%), as 
part of a regular followup visit (63%), via a paper document at the end of the visit (66%).  

• Res+Pt F/B: 34% of survivors could not correctly identify whether they received an SCP 
(suggesting that communication about the SCP may need to be clearer); Increase in (1) 
survivor activation and involvement in care, and (2) perceived knowledge of care was 
significant at 4-week followup. 

• Res+OC: Satisfaction with knowledge did not change significantly at followup. 
• Res: Future research should delve into the reasons why not all survivors who receive 

SCPs are aware that they have. "As it is evident that not everyone who receives an SCP is 
aware they have, providers should be explicit during followup visits about the 
information that survivors are receiving, and where they can go to access it so they may 
utilize it optimally." [author speculation on context-mechanism-outcome hypothesis] 

 
Chrischillies 201574: Prospective cohort to evaluate relationship between SCP and survivorship 
care and health outcomes reported by 832 long-term lung and colorectal cancer survivors 

• Pt Use+Res: 25 % reported receiving a written summary of their treatment and 
instructions on who to see for routine care; 47 % indicated they received either a written 
summary of their treatment or instructions on who to see for routine care (but not both); 
and 28 % received neither SCP element 

• Pt Char+Res: Older people and lung cancer survivors were significantly less likely to 
report receiving survivorship care planning, while those who received chemotherapy 
were more likely. 

• Res+OC: Physical health (p=0.012) and good-to-excellent self-perceived health status 
(OR 2.2; 95 % CI 1.3–3.9) were better for those receiving both elements  

• Res+Pt Use: Participants receiving both SCP elements were more certain which doctor 
was in charge, more likely to report followup checkup, and had an MRI/PET/CT scan in 
the past 2 years compared to those receiving neither. 
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Palmer 201575: Longitudinal, quasi-experimental, pre-post pilot study to explore outcomes 
associated with delivery of an SCP in n=139 stage 0-3 breast cancer survivors from 7 NCI-
designated cancer centers 

• Res+Pt F/B+Pt Char: individuals closer to diagnosis reporting greater use of SCP 
• Res+OC: Satisfaction with SCPs was significantly positively related to time since 

diagnosis 
• Res+OC: Approximately 56% reported being “very” or “extremely satisfied” with SCP, 

whereas only10% of participants reported being “unsatisfied.”  
• Res+Pt F/B: Overall, participants reported significant increases in perceived 

coordination among providers  
• Res+Pt F/B: knowledge concerning cancer care increased significantly after the SCP 

visit  
• Res+Pt F/B+Pt Char: Change in perceived knowledge was also independent of time 

since diagnosis. Perceived provider knowledge increased after the SCP visit, independent 
of time since diagnosis. Increased coordination was independent of time since diagnosis. 

• time since diagnosis (C.M) impacted some of the outcomes-- may infer more time for pt to 
use the SCP and gain more benefits (M) 

 
Nissen 201376: survey pre and post receipt of treatment summaries (17-month interval) in 344 
breast and colorectal cancer survivors who requested the summaries 

• Res+Pt F/B: improved Pt knowledge of nodal status, morphology and receptor status of 
breast cancer; did not improve knowledge of treatment received (but this was already 
very high, >96% accurate pre-treatment summary); year of diagnosis knowledge declined 

• Res+Pt Char: breast cancer survivors and younger more likely to use treatment 
summaries but all mostly relied on their own memory 

• study rationale based on our phrase 'can share their history, know risks' etc. through 
receipt of treatment summaries. i.e., without universal health record patients need to 
convey to clinicians diagnosis, treatment, etc. [author speculation on context-mechanism-
outcome hypothesis] 

 
Mayer 201477: Prospective, descriptive single arm study looking at feasibility, usability and 
satisfaction with SCP for colon cancer survivors; 34 SCPs, 28 stage 1-3 colon cancer survivors 
finishing treatment, 15 PCPs 

• Models+Res: oncology nurse completed Journey Forward SCP and delivered to patient 
by oncology NP during routine f/u visit, SCP mailed to PCP 

• Res+Prov F/B: 49 minutes to complete surgery SCP, 90 minutes surgery+chemo SCP --
> too labor intensive 

• Res+Prov F/B: 16 minutes to deliver surgery SCP, 26 minutes to deliver surgery+chemo 
SCP - NPs didn't feel SCP added to time of visit, but provided structure 

• Res+Pt F/B: survivors identified before treatment ended or within first 3 months was 
preferred time to get SCP 

• Res+Pt F/B+OC: survivors found SCP easy to use/understand, high satisfaction and 
usability ratings 
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• Res+Prov F/B: PCPs rated SCP usability highly but commented it was too long for their 
use 

 
Napoles 201978: Longitudinal cohort study to evaluate the feasibility, acceptability, and 
preliminary efficacy of a culturally and linguistically suitable SCP for Spanish-speaking breast 
cancer patients (n=23) in public hospital settings, approaching the end of active treatment 

• Res: Nuevo Amanecer (New Dawn) Survivorship Care Planning Program: smart phone 
app for Spanish speaking cancer patients; weekly calls with health coach; adapted from 
the American Clinical Society of Oncology (ASCO) template for low-literacy, Spanish-
speaking Latinas 

• Res+ Pt F/B+Pt Use+OC (Positive): Compared with baseline, postintervention fatigue 
and health distress levels were significantly lower and knowledge of recommended 
followup care and resources and emotional well-being improved significantly; self-
efficacy for managing cancer followup care did not change 

• Pt Char+Pt F/B: Tailoring programs for language and culture could make long term 
management more feasible for minority populations. [author speculation on context-
mechanism-outcome hypothesis] 

 
Brant 201679: Prospective cohort intervention at The Billings Clinic, an integrated cancer center 
in Montana, to examine symptom and quality-of-life (QOL) trajectories survivors and to explore 
patient, caregiver, and PCP satisfaction with receipt of a SCP. N = 67 patients with breast cancer 
or lymphoma, N = 39 caregivers, N = 23 PCPs 

• Res: Survivorship care plan (SCP) delivered by a survivorship navigator (who conducted 
the survivorship visit, followed up with the PCP regarding the SCP, and answered phone 
calls from patients enrolled in the study about persistent symptoms and survivorship 
concerns)  

• Res+Pt Needs: Patients with more comorbidities and higher symptom burden were more 
likely to telephone the survivorship navigator.  

• Res+OC: Majority of patients (n = 49) strongly agreed that they were satisfied with the 
SCP.  

• Res+Pt F/B: At first, most patients perceived that their PCP was better able to manage 
their needs with the SCP, but this declined at six months  

• Res+Pt F/B: Authors argue that the SCP may help patients feel more confident about 
their PCP's ability to provide survivorship care HOWEVER, they note that this 
perception declined at 6 months. (CY: May echo findings from Tevaarwerk, 2019 that 
SCPs may highlight knowledge gaps by individual and/or primary care team). [author 
speculation on context-mechanism-outcome hypothesis] 

 
Hebert 201780: Pre-experimental research design with a non-equivalent control group, an end of 
treatment (T0), and a three-month followup (T1) to assess and document the feasibility and 
acceptability of implementing an individualized survivorship care plan among women with 
endometrial cancer (n=18 intervention; n=12 control), oncology nurse navigators (n=2), general 
practitioners (n=12) in Canada  

• Res+Pt F/B: at followup, the group with an ISCP had lower scores on all needs sub-
scales: (1) information: 35% of the exposed group versus 74% of the control group, p = 
.030; (2) professional and financial: 6% with an ISCP versus 19% control, p = .057; (3) 
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access and continuity: 9% with ISCP versus 25% control, p = .078; (4) relational 
(support): 18% with ISCP versus 50% control, p = .007, and; emotional: 13% with ISCP 
versus 28% control, p = .044. 

• Res+F/B: differences in empowerment not generally different between groups at 
followup, except ISCP group presents a trend towards a higher score than the control 
group on the skill and technique acquisition sub-scale 75.00 (10.21) versus 64.06 (10.67), 
p = .097. 

• Res+Pt F/B: No difference in fear of recurrence; both intervention and control groups 
had clinically significant fear of recurrence  

• Res+Prov F/B: a positive impact on needs seems to be observed, although it does not 
have a repercussion on distress or behaviors of empowerment. [author speculation on 
context-mechanism-outcome hypothesis] 

 
Nahm 201981: (pre-post n=30 adult survivors of adult cancers evaluating interactive electronic 
Cancer Survivorship Patient Engagement Toolkit (CaS-PET) developed to deliver survivorship 
care plans 

• Res+Pt Use+OC: In adult survivors of cancer, this SCP has a positive impact on diet and 
exercise, better physical QOL, reduced symptom burden, particularly physical symptoms  

• (M) potentially is increasing awareness via the SCP 

Reports From Survivors and Providers 
Morken 201982: Cross-sectional survey of hematopoietic stem cell transplantation (HSCT) 
survivors (n=29) and nontransplantation clinicians (n=18) (oncologists and primary care) to 
determine their HSCT survivorship information needs (SCP content and format, preferred timing 
of SCP provision)  

• Res: sample 17-page HSCT-specific SCP with a treatment summary autopopulated from 
an EHR. The SCP included a diagnosis and treatment summary, care team contact 
information, followup care and health maintenance recommendations, information on late 
and chronic effects of treatment, and HSCT survivor resources.  

• Res+Prov F/B+Pt F/B: Content that was perceived to be very useful for the following:  
o Clinicians: radiation treatments received, preventative screenings  
o Patients: Diagnosis, Cancer workup and staging, contact information for care 

team, all sections on GVHD 
o Both: recommended vaccinations  

• Res+Prov F/B+Pt F/B: Much of the highly rated and personalized content is not 
included in generic SCP templates (e.g., care team contact information, dates/results of 
most recent laboratory tests); areas of improvement (for the sample SCP): more 
information about GVHD and immunosuppresion, timeliness for exposures to avoid, 
increased clarity in survivor and clinician roles, simplification of language, and a desire 
for the SCP to be dynamic and personalized. 

• Res+Prov F/B+Pt F/B: Delivery: 93% of patients preferred a paper SCP at the end of a 
clinic visit / 89% of clinicians preferred a copy in the EHR. Both survivor and clinician 
groups would also accept SCPs as a copy on an electronic patient portal, mailed letter or 
fax, or a secure PDF via email.  

• Res+Prov F/B+Pt F/B: If the SCP is not up-to-date or specific to what the patient is 
currently experiencing, it will be less useful or not used at all.  
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• Res+Prov F/B: "We believe using the EHR for creation and provision of HSCT-specific 
SCPs is the best option. Benefits include reducing the time and resources needed to 
compile records to create an SCP, creating an electronically searchable document, and 
allowing for updates to the plan as the survivor progresses through follow-up care." 
"However, an SCP will be unlikely to optimize survivorship care if (1) the EHR and 
clinical workflows do not support discrete HSCT data capture, (2) work systems do not 
have organizational policies and technologies that are designed to support clinician needs, 
and (3) roles and responsibilities to support clinical workflows for accomplishing 
survivorship tasks are not clearly assigned. [author speculation on context-mechanism-
outcome hypothesis] 

 
Campbell 201283: Survey of 20 patients and their physicians (21 physicians or dentists) between 
3 and 4 years after receipt of the SCP to determine the perceived value of SCPs 

• Res+Pt F/B: Of the 20 survivors, only 2 (10%) remembered receiving the SCPs (when 
asked 3 years after). Only 1 survivor said the document was useful, had referred to it, and 
still had it available.  

• Res+Prov F/B: Of the 32 community physicians and dentists, 34% could either locate 
the SCP document or recalled having received it. 

• Res+Pt F/B: A potential barrier to successful SCP implementation in our population 
includes the insensitivity of the template SCPs to individual survivors' levels of health 
literacy. [author speculation on context-mechanism-outcome hypothesis] 

• Res+Prov F/B: Another barrier might have been the volume of data generated during 
cancer care; a single document, even an important summary, becomes a needle in a 
haystack for other health care professionals who use differing EHRs or paper charts. 
[author speculation on context-mechanism-outcome hypothesis] 

 
Ashing 201384: Get perspective from 12 Latina breast cancer survivors/advocates and 10 
health care providers on the Treatment Summary and Survivorship Care Plan (TSSCP-S) 
Spanish language template  

• Res+Pt F/B: TSSCP-S template was rated more favorably than the TSSCP-ASCO on the 
following domains: content (p=0.02), clarity (p=0.02), utility (p=0.04), cultural and 
linguistic responsiveness (p=0.03), and socioecological responsiveness (p=0.01). 

• Res+Pt F/B: Several evaluators noted that the TSSCP-S template was more patient-user-
friendly 

• Res+Pt F/B: Evaluators noted that perhaps some more commonly-used Spanish words 
might be used to replace some of the ones selected by the template translators. Others 
noted that there was plenty of medical terminology that makes the form appear as though 
it is geared towards the medical providers  

• Res+Pt Char: Preference of survivors for culture and language specific SCPs, could be 
better for comprehension, knowledge gain, and follow through. [author speculation on 
context-mechanism-outcome hypothesis] 

 
Benci 201985: Analyzed data from survivors, family members, providers (n=46,408) who 
completed OncoLink to generate SCP 

• Pt Char+Prov Char+Prov F/B+Env most linked to receipt of SCP was cancer type, 
provider type (those treated by combo of oncologist and PCP most likely to receive SCP), 



C-45 

receipt of Tx summary, geographic region (NE least likely), setting (those treated at 
private offices lowest rate of SCP) 

Reports From Survivors 
Jabson 201586: Subset findings from RefID 3364, which tested associations between receipt of 
followup care instructions (FCI) and treatment summaries (TS) and survivor's receipt of cancer 
surveillance, preventive cancer screening, and attendance at regular medical appointment in 
3541cancer survivors who participated in the 2010 LIVESTRONG online survey and "who had 
completed their cancer treatment" 

• Res+Pt Use: Survivors who received FCI were: 
o more than two-fold as likely to report attendance at medical visits 
o 62% more likely to report receipt of surveillance 
o more than two-fold as likely to report receipt of preventive screenings 
o (compared to survivors who did not receive FCI)  

• Res+OC: Survivors who received FCI were: 
o 25% fewer late/long term effects  
o (compared to survivors who did not receive FCI)  

• Res+Pt Use: Survivors who received TC were: 
o 79% more likely to report attendance at medical visits 
o 41% more likely to report receipt of preventive screenings  
o (compared to survivors who did not receive TS) 
o TS was not associated with receipt of cancer surveillance or number of late/long 

term effects 
• Res+Pt Use+OC: "the evidence could suggest that when cancer survivors receive FCI, 

they become more aware of the symptoms for late/long term effects sooner and pursue 
necessary care earlier, thereby diminishing the number of symptoms reported." Further 
investigation into the relationship between TS and late/long term effects is needed to 
clarify the mixed findings and understand the value of TS in survivorship care. [author 
speculation on context-mechanism-outcome hypothesis] 

 
Jabson 201487: To determine how treatment summary (TS) and followup care instructions (FCI) 
related to cancer survivors' cancer-related pain using in 7917 cancer survivors who participated 
in the 2010 Behavioral Risk Factor Surveillance System, Cancer Survivorship module (cross-
sectional survey) 

• OC: Pain was reported by 9% of survivors.  
• Res+OC: Compared with cancer survivors who had not received TS or FCI, those who 

received TS had greater odds of pain (OR, 1.57; 95% CI, 1.08-2.28) and those who 
received FCI had more than twice the odds of pain (OR, 2.36; 95% CI, 1.52-3.67); odds 
of pain were largest among survivors who had received FCI or TS and had less than a 
high school education;  

• Pt Char+OC: Odds of pain were nine times higher for survivors aged 18-34 years 
compared with other age groups.  

• Res+OC: It is possible that receipt of FCI and TS heightens cancer survivors' awareness 
and report of cancer-related pain, but they do not diminish the occurrence of cancer-
related pain. Our finding also may be explained by the severity of cancer treatment (those 
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who undergo more severe cancer treatments are more likely to receive FCI and TS). 
[author speculation on context-mechanism-outcome hypothesis] 

 
Hawkins-Taylor 201988: Examine the use of and assess patient satisfaction with survivorship 
care plans among 189 Stage 1-3 adult cancer survivors from 5 treatment centers in 2 health 
systems in SD 

• Res+Pt Use: patients reporting any use of SCP were 11.1 times more likely to report 
having undertaken a health action. 84% of survivors reported taking a health action 
attributed to SCP. 

• Res+Pt Char: patients with male reproductive cancer were 4 times less likely to be 
satisfied with SCP information 

• Pt Char+Pt Use: no demographic or cancer-related characteristics were associated with 
undertaking a health action 

• Prov Char+OC: Nurses have an ongoing relationship with patients that is based on trust, 
therefore providing them with ability to increase patient satisfaction in the use of SCPs. 
[author speculation on context-mechanism-outcome hypothesis] 

 
Rechis 201389: Survey to evaluate treatment summaries’ effect on cancer survivors’ physical, 
emotional and practical patient concerns through an online survey (N>12,000) 

• Res+OC: Participants who did not report receiving a treatment summary experienced 
more emotional concerns vs those who did receive a treatment summary, p<0.05,  

• Res+OC: Respondents who did not receive a TS were more likely to report that they had 
learned to live with their concerns, physical (51%) and emotional (58%; both P< .01) 

• Res+Pt Use: Participants who received a TS were more likely to report that their care 
providers met all of their needs both during and after treatment (both P <0.01) 

 
Blanch Hartigan 201590: Cross-sectional survey to assess the relationship between treatment 
summary receipt and patient-centered communication (PCC) and overall quality of care in 359 
cancer survivors who had received treatment summaries in the Health Information National 
Trends Survey 

• Res+Pt Char: Survivors who had reported two or three or more types of cancer 
treatments were over two times as likely to have received a treatment summary compared 
with survivors who only had a single type of cancer treatment (OR = 2.30, p = .003 and 
OR = 2.49, p = .03, respectively).  

• Res+OC: Survivors who received a treatment summary were over 3 times as likely to 
report excellent/very good care quality compared to those who did not receive a treatment 
summary (OR = 3.44, p = .005).  

• Res+Pt F/B: Survivors who received a treatment summary reported higher PCC scores 
compared with survivors who did not receive a treatment summary (unstandardized beta 
= 7.03, p = .004)  

• Res+Pt F/B: Receipt of treatment summaries was associated with a higher likelihood of 
optimal PCC for exchanging information (OR = 1.93, p = .024), making decisions (OR = 
1.96, p = .020), enabling self-management (OR = 1.91, p = .027), managing uncertainty 
(OR = 1.94, p = .015) and fostering healing relationships (OR = 2.13, p = .010).  
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Cahine 201991: population-based survey of 1,514 breast, colorectal, melanoma, other cancer 
survivors in Canada using modified Cancer Survivors Unmet Needs Measure (CaSUN)  

• Pt Char: (Tbl 3): survivors below the age of 34 were more likely to disagree with overall 
needs met, information availability, support for physical concerns, and practical 
challenges than those of other age groups; males were more likely to agree with receiving 
support for physical concerns (84.8%) than females (79.9%). No differences based on 
cancer type or comorbidities. 

• Res+OC: those who received a SCP reported higher agreement with having needs met in 
all domains (overall, information, physical, emotional, and practical) than those who did 
not  

 
Rosenberg 201992: survey study; pilot in 60 adult survivors of lymphoma, breast, colorectal 
testicular or prostate cancer in the survivorship program at Dana-Farber  

• Res+participation in research study: SCP can increase uptake of participation in 
research in survivorship// this study was looking at 'effectiveness' of using survivorship 
visit to provide survivors with research opportunities; 44% expressed interest and 6/30 
eligible enrolled in study 

 
Lyson 202093: Cross-sectional survey to assess the content and communication appropriateness 
of 16 SCPs collected from breast and colorectal cancer from diverse health care settings (safety-
net, community hospitals, academic centers, and integrated delivery systems) 

• Res+Prov F/B: The plans ranged from including an average of 48% of the IOM 
recommended components (safety-net plans), 51% integrated delivery, 56% community 
hospital, 60% of the recommended components (academic medical center plans).  

• Res+Prov F/B+Pt F/B: None of the SCPs received a “superior” overall suitability rating 
(SAM) score, which includes readability and cultural appropriateness scores. 

• Res+Prov F/B+Pt F/B: By hospital type: academic hospitals had the highest mean SAM 
rating of 47% (adequate), community hospitals 39% (not suitable), safety-net health 
systems 38% (not suitable), and IDSs 29% (not suitable) 

• Res+Prov F/B+Pt F/B: Only one plan in received a “superior” rating for cultural 
appropriateness. The remaining plans failed to demonstrate tailoring for diverse 
racial/ethnic groups and received an “adequate” score for presenting information most 
appropriate for English-speaking, Caucasian patient populations 

 
Rosales 201594: evaluation of pilot process to deliver SCPs to breast cancer patients (n=118) in a 
multidisciplinary visit in 5 outpatient clinics in southern Idaho 

• Res: SCP completed by Registered Health Information Technologist (RHIT). 
Interdisciplinary 1-hour survivorship visit jointly run by oncology NP and oncology 
social worker. Visit reviews SCP, discusses effects of treatment, surveillance and care 
coordination. Description of sharing document with PCP. Social worker completes 
psychosocial assessment. Survivorship info and goals provided, and 2 SMART goals are 
set. SCP sent to referring physician and PCP. 

• Res+Pt F/B+OC: 50 of 118 were contacted in follow up call; 88% (of 50) understood 
plan, 86% said visit met their needs, 80% working on goals 

• Res+Prov F/B: 6% return on investment on average (calculation of cost for time spent 
vs. reimbursement) 
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Tarver 201995: Survey (open- and close-ended questions) to characterize the usefulness of a 
CRC personal health record (PHR) and survivorship care plan and to describe the usability of 
these technologies in 22 colorectal cancer survivors recruited from academic and VA health 
systems in Indiana 

• Res: Colorectal Cancer Survivor’s Personal Health Record (CRCS-PHR): developed by 
adapting an open-source electronic health record (OpenMRS) [20] to deliver an online 
survivorship care plan to CRC survivors; Users could create online relationships with 
their doctors of choice, whether primary care or specialist physicians. 

• Res+Pt F/B: CRC survivors perceived features related to their health care (ie, summary 
of cancer treatment history, followup care schedule, description of side effects, and list of 
community resources) to be more useful than communication features (ie, creating online 
relationships with family members or caregivers, communicating with doctor, and secure 
messages). CRC survivors typically described utilizing traditional channels (eg, via 
telephone or in person) to communicate with their health care provider. Participants 
expressed interest in communicating with other CRC survivors in online networks in 
order to have a support group of individuals who had similar experiences. 77% reported 
preferring to have access to the resource "right away" at diagnosis. Major challenges 
experienced by participants included barriers to system log-in, lack of computer literacy 
or experience, and difficulty entering their patient information. 

• Res+OC: Participants had overall positive perceptions with respect to ease of use and 
overall satisfaction. 

 
Frick 201796: cross sectional survey in 117 pancreatic cancer survivors to evaluate publicly 
available internet-based SCP tool, only 21 of whom completed 5-question survey about SCP 

• Res: OncoLink and OncoLife SCP from Penn; 24% had received a treatment summary, 
5% survivorship information following treatment for pancreatic cancer; SCP completed 
by survivor 50%, family/friend in 31%, 16% by HC provider (13 nurses, 6 NPs) 

• Models: 47% had ongoing care from oncologist, 35% from oncologist+PCP; % seeing 
oncologist decreased w/ time - 86% of survivors were managed or comanaged by an 
oncologist if less than 2 years from diagnosis vs 72% if 2 or more years from diagnosis 
(301 of 462 survivors); increase in PCP alone mgmt (11% if less than 2 years in followup 
to 22% after) 

• Res+Pt F/B:38% felt amount of info was adequate, 50% felt there was not enough info  
• Res+Pt Use: 83% reported they would share the plan with their providers 

 
Frick 201897: cross sectional survey; to evaluate publicly available internet-based SCP tool in 
964 adult lymphoma survivors, only150 completed 5 question survey regarding SCP 

• Res: OncoLink and OncoLife SCP from Penn 
• Models: Few survivors (13% of 964) reported survivorship health services being offered 

at their treatment center; 13% and 4% had received previous survivorship information or 
a treatment summary, respectively; 49% had ongoing care from an oncologist or 
onc+PCPs (19%); % seeing oncologist decreased w/ time (97% of survivors were 
managed or comanaged by an oncologist if less than 2 years from diagnosis vs 65% if 2 
or more years from diagnosis (301 of 462 survivors)); increase in PCP alone mgmt (4% if 
less than 5 years in followup to 43% once 5+ years); 50% (of 150 completing 5 question 
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survey of SCP) did not know if their cancer ctr had survivorship program, 15% said theirs 
did 

• Res+OC: 84% (of 150) rated satisfaction with care plan as good (33%), v good (32%), or 
excellent (19%). 53% felt amount of info was adequate, 40% felt there could be more or 
there was not enough  

• Res+Pt Use: 66% reported they would share the plan with their providers; 29% did not 
feel info was relevant to their current care and 27% thought their provider would not care 

Reports From Providers 
Birken 201798: cross sectional survey of 23 cancer programs in South Atlantic Division of 
American Cancer Society regarding SCP use 

• Models+Res: 52% were community hospital comprehensive cancer programs, 10% NCI 
designated comprehensive cancer programs, 38% teaching hospital cancer programs; 
86% reported someone had used SCPs at least once; 76% said <25% of providers had 
ever used an SCP, 100% reported SCPs used in < half of survivors; 62% reported SCPs 
were delivered to half or fewer survivors for whom SCPs were completed, 50% reported 
SCPs were delivered to 25% or fewer PCPs 

• Res+Prov F/B:61% reported the cancer program began using SCPs due to professional 
societies' recommendations (though 62% reported a barrier was that some societies do 
not yet require SCP use for accreditation) 

• Res+Prov F/B: barriers to SCP use cited -- 75% reported insufficient organizational 
resources including time, staff, money, training; open ended responses included lack of 
systems to facilitate use such as electronic SCP that autopopulates from EMR, lack of 
systemic referral to survivorship RN 

• Res+Prov F/B: no relationship between SCP use and barriers (e.g., barriers did not differ 
between programs reporting no vs some SCP use; no assoc between barriers and % 
providers using SCPs or % being delivered to pts) 

• Models+Res: no assoc between programs reporting no SCP use and program type 
(though all programs reporting no SCP use were teaching hospitals) 

• Models+Res: no assoc between program type and %providers using SCPs or % delivered 
to pts 

 
Birken 201499: cross sectional survey of 81 US cancer programs with membership in at least one 
cancer care QI organization looking at determinants of SCP use 

• Res: 44% used SCPs (30% sometimes, 15% regularly); of 56% not using SCPs, 93% 
planned to in future 

• Res: of those using SCPs, 58% only had <1/4 providers ever using SCPs; of these, 69% 
said SCPs were used for <50% of pts; of these, 61-63% reported SCPs were delivered 
<=50% of pts or PCPs 

• Res+Pt Char: current/planned SCP use limited to breast (82%) and colorectal (56%) 
• Res+Prov F/B: Most common barriers: lack of resources (76%), difficult to use (29%), 

influential ppl didn't advocate for their use (24%) 
• Res+Prov F/B: Reason for use: COC standards (78%), SCPs may improve qual of care 

(75%), NCCN guidelines (54%) 
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• Res+Env: Academic program and those with National Cancer Institute Community 
Cancer Centers Program membership more likely to indicate current SCP use (both (89% 
vs 38%, p<0.01); freestanding programs less likely to use SCP (0 vs 48%, p=0.02) 

• Res+Prov F/B: our results suggest that support, specifically intended to facilitate SCP 
use, may promote SCP use more effectively than the non-specific resources (e.g., time, 
staff, training, money) that are commonly cited as determinants of SCP use. [author 
speculation on context-mechanism-outcome hypothesis] 

 
Birken 2019100: cross sectional survey regarding SCP implementation of 395 cancer care 
providers (of 69K potential) from various cancer groups (e.g., CoC, ONS) 

• Res+Pt Char: SCPs primarily used for breast, colorectal, and lung cancers 
• Res: 61% report SCP developed within 3 months of completion of adjuvant tx, similar 

for delivery to pt; 1/3 delivered via mail, >50% in person delivery; SCPs developed 
within individual programs (42%) 

• Res+Prov Char: 50% said nurse navigators are responsible for each stage of SCP 
implementation; onc NP/oncologist develop the f/u part of SCP (22/26%) and deliver 
SCPs to survivors (31/24%) 

• Res+Prov F/B: >2 hours to complete all stages of SCP implementation, not reimbursed 
except delivery 

• Res+Porv F/B: EHR/automated processes were underused for developing SCPs, while 
direct communication was underused in SCP delivery 

 
Merport 2012101: Survey of cancer specialist physicians (n=108) and PCPs (n=400) in 
Massachusetts to estimate the current use of treatment summaries and care plans, receipt of 
treatment summaries and care plans by PCPs, and obstacles to use among cancer specialist 
physicians 

• Res+Prov Char: 56%) prepare treatment summaries; 14% prepare SCPs 
• Res+Prov F/B: 47% of specialists identified having no training as a barrier, 46% had no 

template available and 40% reported no reimbursement for time for preparation 
•  

 
Dittus 2014102: Survey of 39 primary care providers (PCP) regarding SCPs developed for breast 
and colorectal cancer survivors in their practice and to determine whether PCP response to the 
SCPs varied according to characteristics of the practitioner and their practice 

• Res: JourneyForward SCP 
• Prov Char+Prov F/B+Env: 15% disagreed that the care plan helped them understand 

their role in facilitating survivorship care and 15% disagreed that they understood how 
responsibility would be shared with the oncologist. The PCPs from the rural site were 
less likely to agree that the SCP contributed to their understanding of their role (p-
interaction=0.05). 

• Prov Char+Prov F/B+Env: the rural PCP’s were less likely than the urban PCPs to 
agree that the SCPs provided sufficient detail about monitoring for late and long term 
effects and tests to obtain for monitoring. There was no significant difference in the 
perception of SCP content detail by years in practice 

• Res+Prov F/B: Over 70% of PCP’s at each site agreed that SCPs would improve 
communication with medical providers and patients.  
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• Res+Prov F/B: Among those with ≤ 18 years in practice, 95% of PCPs agreed that the 
SCP would improve communication with patients, whereas only 60% of PCPs with >18 
years in practice agreed (p-interaction= 0.03).  

• Model+Prov F/B: The most common barrier to providing followup care was “limited 
access to survivors since they stay with their oncologist” with 64% considering this a 
significant or moderate barrier.  

• Prov Char+Prov F/B: PCP’s practicing for less than 18 years were significantly more 
likely to feel that insufficient knowledge of cancer survivorship issues was a barrier to 
survivor care (79% vs. 36.8%). 

• Res+Prov Char+Env+Prov F/B: There is a difference in perspective between PCPs 
with different characteristics (this example rural/urban and years of experience). [author 
speculation on context-mechanism-outcome hypothesis] 

 
Salz 2012103: Cross-sectional survey to determine 156 PCPs’ preferences for the content of 
survivorship care plans for colorectal cancer (CRC) survivors 

• Prov Char+Prov F/B: The topics which respondents needed more information were: 
knowing the reason for terminating chemotherapy (60%), whether there were any 
problems with chemotherapy (67%) or radiation therapy (60%), and whether 
complementary services were provided during treatment (psychosocial (66%), nutritional 
(66%), and other (63%) supportive services).  

• Prov Char+Prov Pract: 70% felt they did not have enough information on whether the 
oncologist intended to monitor the patient for cancers at other sites.  

• Prov Char+Prov F/B: A substantial minority of PCPs reported not having enough 
information about key clinical aspects of a cancer diagnosis, such as stage (40%) and 
grade (44%); F/B: 83% wanted more information about genetic counseling and testing to 
identify high-risk individuals; 78% typically needed more information about increased 
risks for second colorectal cancers, other cancers, and other diseases. 

• Prov Char+Prov F/B+Res: Nearly all respondents would like to receive a summary of 
the diagnosis (100%), a summary of treatment (99%), recommendations for ongoing care 
the patient should receive from the PCP (96%), and information from the patient’s cancer 
care provider about what aspects of care after treatment the PCP and the cancer care 
provider are each responsible for (97%). 

 
Donohue 2019104: Cross-sectional survey (November 2016) of primary care physicians and 
advanced practice providers (APPs) with the objectives of (1) understanding the real-world 
utilization of SCPs within a primary care outpatient context and (2) assessing the impact that 
SCPs had on clinical decision-making within primary care clinic visits for breast cancer 
survivors. N = 40 PCPs and APPs participated (n = 40/88, 45% response rate) within a large 
academic center utilizing a single EHR  

• Res: Survivorship care plan (SCP) [generated through the EHR, survivor-facing] 
• Models+Res: Most primary care visits (60%) included discussion of cancer or cancer-

related issues. However, providers largely did NOT use the SCP for the visit (only 10% 
(4/40) reported using the SCP for the visit in question). Instead, most cancer-related 
information was obtained by asking the patient or family (79%) or checking oncologist 
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notes in the EHR (75%). One-third of providers aware of the SCP reported using it (n = 
4/11) 

• Res+Prov F/B: Barriers to SCP use: being unaware of the SCP (73%), difficulty locating 
it (30%), and finding needed information faster via another mechanism (15%)  

• Res+Prov F/B: "There appears to be a persistent and significant barrier to SCP 
utilization at the point-of-care despite increasing SCP provision as well as primary care 
education." Even though the SCPs have been housed in a standardized location (the EHR 
problem list), primary care utilization of SCPs has not substantially increased within our 
system. We speculate that perhaps we have not reached a "critical mass" of routine 
provision to enough survivors over a sufficient duration. However, additional significant 
barriers to SCP utilization may very well lie within the realm of integration into primary 
practice. We should address the assumption that primary care providers know where to 
locate SCPs and can readily integrate them into routine clinical practice. Future work 
needs to address primary care-centered design of SCP format and content, location in the 
EHR, and the ability to "push" relevant or needed survivorship information to primary 
care at the right time. [author speculation on context-mechanism-outcome hypothesis] 

• relates to use of information. [author speculation on context-mechanism-outcome 
hypothesis] 

 
Donohue 2015105: Examine perspectives regarding EHR-generated SCPs for breast cancer 
survivors among 81 PCPs who had or were currently seeing survivors enrolled in one of 
University of Wisconsin's survivorship clinical trials 

• Res+Prov F/B: Main barriers to SCP use were not knowing a plan existed (83%), not 
knowing how to find the plan (75%), not being able to locate the plan in the patient chart 
(71%), and not knowing to look for the plan (72%); potential facilitators to SCP use were 
increased awareness of plan existence (85%), standardized location within medical 
records (89%), and consistent provision of care plans for all patients (81%); many PCPs 
(57%) indicated that a PCP-facing SCP (rather than an SCP designed to be both PCP and 
patient facing) would facilitate use; most PCPs (89%) preferred to receive plans via the 
EHR 

• Res+Prov F/B: Our data suggests that PCPs may prefer a shorter plan (1 - 3 pages), 
oriented to clinicians, with a uniform location in the medical record). Future research into 
clinician-oriented care plans; challenges of consistently providing, delivering, and 
updating care plans; and developing processes for better informing PCPs regarding the 
existence and value of care plans. [author speculation on context-mechanism-outcome 
hypothesis] 

 
Ashing 2016106: Survey to evaluate a Treatment Summary and Survivorship Care Plan for 
African-American breast cancer (TSSCP-AABC) in 54 healthcare professionals from research-
based medical centers, community oncology and general medical practices, nurses associations, 
and survivor advocates 

• Res: The TSSCP-AABC was rated more favorably than the standard TSSCP-ASCO by 
health professionals on all domains: content (p<0.01), clarity (p<0.01), utility (p<0.01), 
cultural responsiveness (p<0.01), socioecological responsiveness (p<0.01) 

• Res+Prov Char: PCPs rated clarity of the TSSCP-AABC more highly than the oncology 
health professionals (p<0.01). "May be influenced by oncology professionals’ extensive 
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experience with the complexities of cancer, from patients’ perspectives, and practical 
understanding that documentation is not equivalent to patient education". 

• Res+Pt Char: Targeted SCP for specific groups can be considered more favorable for 
patient centered care. [author speculation on context-mechanism-outcome hypothesis] 

Other Study Designs 
Hamlish 2020107: Retrospective review of 109 breast cancer survivors’ charts at five federally 
qualified health centers (FQHCs) in Chicago (35 MDs, 9 APNs, and 6 PAs) to understand breast 
cancer care coordination at FQHCs before implementation of COC treatment summary and 
survivorship care planning standard, looking at how external information facilitates cancer care 
coordination for underserved populations  

• Prov F/B+Prov Pract: The presence of external cancer records did not increase 
documentation of PCP engagement in breast cancer-relevant followup care. Neither 
external records nor PCP documentation of tumor information (i.e., breast cancer 
pathology, lymph node status, or hormone receptor status) correlated with care 
engagement. The most significant predictor of PCP care engagement was when PCPs 
ascertained information about their patient's breast cancer treatments themselves. Greater 
PCP documentation of their patient's breast cancer treatment correlated with higher rates 
of cancer-relevant followup.  

• Prov F/B+Prov Pract+Res: This paper suggests that an important mechanism for 
increasing PCP engagement is the act of PCPs' eliciting information for himself/herself 
(e.g., through patient history taking, talking to the cancer specialist directly). On the one 
hand, this could represent a form of sensemaking / processing of information. On the 
other hand, it could just be a way to avoid sifting through the mess of information in the 
EMR - in which case - a resource such as the TS-SCP would be helpful. [author 
speculation on context-mechanism-outcome hypothesis] 

• Prov F/B+Prov Pract+Res: PCPs more frequently incorporate information into patient 
care when they elicit it themselves / may be due to information in the EMR being 
"unorganized and difficult to find." "As a result, providers find themselves navigating a 
data storm." The TS-SCP attempts to address effective communication; however, "our 
work suggests providing information is not enough." (CY: I don't fully agree with this 
interpretation - seems like having a tool such as the TS-SCP that might help navigate the 
"data storm" would be beneficial). [author speculation on context-mechanism-outcome 
hypothesis] 

• ROGY trial looks at information from the patient perspective; this study provides insights 
regarding information from the provider perspective. [author speculation on context-
mechanism-outcome hypothesis] 

 
Philips 2020108: Retrospective evaluation comparing knowledge of cancer history and health 
maintenance recommendations among survivors who had received an SCP (n=80) vs. those who 
hadn't (n=126) from a community cancer center in US southwest 

• Res+Pt Char: Receipt of SCP was associated with current working status (those working 
more likely to have had an SCP) (p<0.05) 

• Res+Pt F/B: Patients who received SCP were less likely to correctly answer what 
screening tests for other cancers were recommended (p.0.001). Breast patients who 
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received chemo were more likely to know when this ended if they had had an SCP 
(p<0.05). 

• Res+Pt Char: remission, health insurance, working at diagnosis, health insurance, 
working during treatment were NOT associated with receipt of SCP 

• Res+Pt Char: In analysis only of breast patients, SCP receipt was not associated with 
knowledge of stage. 

Workshops 
Chen 2015109: Exploratory, secondary analyses of data from 127 cancer survivors participating 
in the "Cancer: Thriving and Surviving" online self-management program  

• Res: 6-week workshop containing both educational material on cancer survivorship skills 
and a social networking aspect. A self-management program for cancer survivors named 
"Cancer: Thriving and Surviving" (developed by Stanford and the University of Hawaii 
Cancer Center). Based on self-efficacy theory and techniques to enhance efficacy (e.g., 
weekly action plans, modeling by peer facilitators, and discussions among participants, 
reinterpretation of symptoms by describing them as having many causes, and social 
persuasion by having public disclosure of both action plans and action plan completion). 

• Res+OC: Writing posts on the online discussion board was associated with 
improvements in health outcomes, but reading posts was less important. Completing, but 
not merely making, action plans and self-tailoring were statistically associated with future 
positive health outcomes.  

• Res+OC: "We often control participants interactions by asking questions or completing 
set exercises. It would appear that self expression of support is an important component 
of this and possibly other interventions." Those who posted the most appeared to get the 
most benefit, indicating that helping others (posting) is in and of itself an important 
intervention. Allowing participants to freely choose (i.e., self-tailoring) both the problem 
they wish to work on and the way(s) in which they will address this problem may have 
positive results. / "The common denominator was that the program provided an efficacy-
enhancing structure in which these individuals could gain confidence in their abilities." 
[author speculation on context-mechanism-outcome hypothesis] 

 
Risendal 2014110: Survey of adults and adult caregivers (n=191) who participated in the Cancer 
Thriving and Surviving (CTS) workshop to explore factors in the implementation of an adapted 
chronic self-management program 

• Res+OC: satisfaction with content, leaders, and group process were all high, with 65–
81% indicating they were very satisfied and an additional 16–24 % indicating they were 
somewhat satisfied. Less than 5 % of people indicated they were only a little satisfied; 
The majority of participants indicated that the content on coping and decision-making 
was appropriate in length (80–90 %, respectively). In contrast, 25 % of participants 
indicated the section on CAM was too short. 

 
Sabatino 2013111: 2010 National Health Interview Survey including adult survivors (of adult 
cancer) not in treatment (N=1345) diagnosed in the last 4 years 

• Res+Pt Char: age (p=0.0035), race (p=0.0173), education (p=0028), income (p=0.0007), 
insurance (p=0.01), diagnosis (p=0.0046), treatment modality (p=0.0064), treatment 
recency (p=0.0033), clinical trial participation (p=0.0001) are significantly associated 
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with reporting receipt of followup instructions for all survivors; diagnosis less than 
4years NS. for all participants, years since diagnosis greater than 4 years was sig 
associated with receipt of followup p=0.0001 

• Res+Pt Char: Adjusted analyses: Race is significantly associated with reporting receipt 
of TS for all survivors, p=0.0001. Most recent diagnosis is associate with receiving a TS, 
p=0.0024 (p=0.0256 for pts diagnosed in the last 4 years). Years since diagnosis (>4 
years) is associated with receipt of treatment summary (p=0.018) and followup plan (p < 
0.0001). Treatment summaries are more likely reported received by those diagnosed 
within 4 years based on treatment modality (p=0.0296), as are receipt of followup 
instructions for all time since diagnosis (p=0.0116). Clinical trial participants are 
significantly more likely to report receipt of treatment summaries and followup 
instructions. Patients with excellent to very good health status are also significantly more 
likely to report receiving TS and followup instructions. 

• Pt F/B: many survivors are unsure who manages their followup, are insufficiently aware 
of their continuing health risks, and may lack regular followup for possible late effects 
and recommended services.(M). [author speculation on context-mechanism-outcome 
hypothesis] 

• Res+Pt Char: Greater reported receipt of treatment summaries by colorectal vs. breast 
cancer survivors both overall and among those recently diagnosed is somewhat surprising 
given the relatively early promotion of breast cancer care plan templates. Potential 
contributing factors might include differences in treatment modalities, facilities, or 
providers. Breast cancer survivors were more likely to report receiving radiation (44 vs. 
19 %), hormonal treatments (26 vs. <1 %), and chemotherapy (39 vs. 33 %). (M). [author 
speculation on context-mechanism-outcome hypothesis] 

• Res+Prov Pract: written followup instructions may be more highly associated with some 
recommended surveillance than screening, most notably provider surveillance 
recommendations. (C/M) [author speculation on context-mechanism-outcome 
hypothesis] 

 
Shay 2019112: Survey of off-treatment adult survivors of adult cancer (n=1855) in BRFSS 

• Res+Pt Char: Overall, 37% (669/1855) of survivors reported receiving a written 
survivorship care plan. In bivariate analyses, receipt of a SCP was associated with higher 
levels of educational attainment, being currently uninsured, cancer type (i.e., having a 
cervical cancer diagnosis), current provider type (i.e., seeing an oncologist or surgeon for 
majority of care), exercise in the past month, and up-to-date mammography (p < 0.05)  

• Res+Pt Use: Logistic regression model found positive associations between receipt of a 
SCP and recent medical appointments, exercise, non-smoking status, and mammography 
but no association with colorectal cancer screening 

• Pt Char+Pt Use: Racial differences were found in several health behaviors, with black 
survivors being significantly more likely to have attended a recent medical checkup, but 
less likely to have exercised in the past month, or to report having a mammography in the 
past 2 years. Additionally, Hispanic survivors were less likely to be up-to-date on 
colorectal cancer screening. 

• Res+Pt Use: Additionally, our secondary analysis does not allow us to explore the 
mechanisms by which receipt of a survivorship care plan impacts health outcomes. It may 
be that the act of planning itself motivates survivors to adhere to recommended health 
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behaviors, or it may be that the actual written document acts as a reminder and guidepost 
for followup care. Additionally, the cross-sectional nature of BRFSS data does not allow 
for test of causality. [author speculation on context-mechanism-outcome hypothesis] 

 
Ostroff 2004113: Two-phase study to examine interest in and barriers to participation in a 
multiple family group intervention (MFG) for adult head-and-neck cancer survivors and their 
family caregivers recruited from Memorial Sloan-Kettering registry. In the first phase, subjects 
completed a survey addressing quality of life issues (n=80). In the second phase, patients and 
caregivers were invited to participate in a one-day MFG workshop designed to address 
posttreatment psychosocial adjustment issues  

• Res: Multiple family group intervention (MFG) was developed to assist families in 
coping with the persistent challenges of cancer diagnosis, treatment, and rehabilitation. 
MFG was designed as a 6-hour day-long "workshop" cofacilitated by two mental health 
clinicians 

• Res+Pt F/B: Only 15 of the 80 [19%] agreed to attend the MFG workshop (even after 
they made every attempt to accommodate scheduling needs) ; not able to identify any 
psychosocial predictors of MFG participation. 

• Res+OC: Those families who did participate in the MFG workshops were quite positive 
in their endorsement of the experience and urged us to make it more widely available to 
other families 

• Res+Pt Char: Patients who refused to participate in the MFG groups were more likely to 
be older, suggesting the family focus of this program was perceived to be more germane 
to patients/caregivers at an earlier phase in the family life cycle. Given the need to 
enhance the reach and acceptability of promising MFG interventions, further research 
exploring patients' and families' reluctance or reasons for declining MFG participation is 
warranted. [author speculation on context-mechanism-outcome hypothesis] 

 

Other Resources 

Prospective Studies 
Chubak 2014114: Survey to describe perspectives on survivorship care one year after cancer 
diagnosis from patients with breast, colorectal, and lung cancer enrolled in a randomized 
controlled trial (RCT) of a nurse navigator intervention to improve support, communication and 
coordination of care around the time of diagnosis and through treatment, N=230 in an integrated 
care delivery system 

• Model: The majority considered their cancer specialist (such as medical, radiation, 
surgical or gynecological oncologist) to be their main provider for cancer followup 

• Model+Pt F/B: Participants who considered their PCP to be their ideal provider of 
cancer followup care were more likely to report confidence in the PCP’s skills, 
knowledge, and communication 

• Model+Pt F/B: Approximately half of patients were uncertain how well their PCP 
communicated with the oncologist and how knowledgeable s/he was in caring for cancer 
survivors, with breast cancer patients expressing greater uncertainty 
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• Model+Pt F/B: patients who indicated their PCP was their ideal doctor for cancer-related 
followup were more likely to report discussions with their oncologist about who would 
provide their non-cancer care 

• Pt Char+Pt F/B: None of our results in any of the analyses differed meaningfully when 
restricted to patients with at least 6 months between their last treatment and their survey 

 
Wiljer 2010115: pilot prospective study of survivorship consult's impact on self-efficacy in 40 
breast cancer survivors 

• Res: 1-hour reflective interview (survivorship consultation) 
• Res+Pt F/B: info very useful -- 75% dx/tx, 77% support systems, 59% challenges in 

various domains, 80% care plan recommendations; very likely to pursue more info - 80% 
for dx/tx, 64% support systems; 2/3 report info on putting plans in place to solve 
identified challenges very useful, 61% very likely to put plans into place; best time for 
interview -- 35% at dx, 30% during tx, 20% >6 months post tx, 12.5% w/i first 6 months 
post tx  

• Res+F/B: non-significant increase in Stanford self-efficacy score (7.5 to 7.8), significant 
increase in Cancer Behavior Inventory median score (median change 101.5 to 103.0) 
pre/post intervention  

 
Turner 2019116: 3-arm RCT comparing Head and Neck Cancer Survivor Self-Management Care 
Plan (HNCP) delivered by nurses (n=10) for patients who had completed treatment for head and 
neck cancer (n=36) vs. survivorship information (n=36) vs. usual care (n=37).  

• Res: HNCP consisted of one face-to-face hour-long meeting in which the patient's 
treatment was recorded, as were contact details of health professionals involved in their 
care and followup schedules. Patients were guided to nominate up to three goals for their 
future well-being and assisted to devise an action plan to achieve these. The HNCP was 
given to the patient and a copy was forwarded to their PCP. HNCP was based on 
principles of chronic disease self-management and survivorship care plans advocated by 
the Institute of Medicine with a focus on promotion of self-efficacy of patients to manage 
their own health concerns. 

• Res+OC: For the primary outcome at 6 months, the intervention group did not differ 
significantly from the usual care group on any QoL measure; the only significant mean 
difference in quality of life was for the information group on the physical well-being 
domain (mean different 0.4, p < 0.05). For secondary outcomes, for the intervention 
group, at 6 months (relative to baseline), the magnitude of change was significant for (1) 
maintaining activity and independence, (2) accepting the cancer, (3) seeking social 
support. 

• Res+Pt F/B: Interviews with 14 participants who had received the intervention revealed 
that although most recalled the nurse-delivered interview, only one had actually used the 
HNCP. None had discussed the HNCP with their PCP as instructed. Five participants 
indicated that a single meeting was insufficient for their needs and more intensive support 
and followup were required.  

• Res+OC: The reason for improvement in the physical well-being of those who received 
information only is not clear. It may be that these patients felt isolated (as expressed by 
interview participants) and, in the absence of any specific guidance, focused on the 
written resource which included information about physical activity and specific 
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exercises to improve range of movement. The failure of our HNCP to improve quality of 
life may be due to the timing or insufficient "dose" of the intervention. Our results 
indicate that more active steps are needed to facilitate PCP-patient followup rather than 
reliance on a posted written care plan. [author speculation on context-mechanism-
outcome hypothesis] 

 
Cairo 2020117: Non-randomized controlled trial to examine if use of a $65 per month app in 127 
Stage 1-3 breast cancer survivors  

• Res: $65/month app (VIDA) that gives breast cancer survivors access to a health and 
wellness coach, maintaining regular video/phone consultation and motivation vs. self-
guided toolkit and one-time health education session 

• Res+Pt Use: More patients in the VIDA app group experienced weight loss and greater 
reduction in BMI (p<0.01), improvement in strenuous physical activity (p=0.04), and 
improvement in dietary patterns (p<0.001); non-significant reduction in fatigue and 
improvement in depression  

• Res+Pt F/B: At 12 months none of the participants were using the app anymore due to 
cost and technical difficulties 

Surveys 
Cheung 2010118: Cross-sectional survey of 431 cancer survivors to explore the associations 
among cancer survivorship discussions, patient-physician expectations, and receipt of followup 
care in cancer survivors 

• Prov Pract+Pt F/B: A conversation about cancer followup was associated with a 
statistically significant higher mean concordance score between patients and oncologists, 
but not for patients and their PCPs or between physicians. 

• Prov Pract+Pt F/B: Survivorship care expectations were most discrepant between PCPs 
and oncologists (mean score, 1.78), moderate between patients and oncologists (mean 
score, 1.97), and most similar between patients and PCPs (mean score, 2.82). 

 
Belkora 2006119: cross sectional survey of the satisfaction with a visit preparation resource from 
67 cancer survivors (not childhood) from 3 rural, underserved resource centers in Northern 
California 

• Res: Consultation plan document -- a structured interview with pt that helps pts make a 
list of questions/set an agenda for an upcoming office visit 

• Res+OC: concordance of breast cancer provider and breast cancer pt increased 
satisfaction 

• Other provider characteristics, patient characteristics, and resource center site were not 
associated with satisfaction 

 
Bazzell 2015120: Cross-sectional capstone project that assessed unmet needs in 52 rural cancer 
survivors and developed a pamphlet to educate about available evidence-based interventions or 
resources and promote use of a shared care model 

• Res: Intervention included identifying survivorship resources in the target rural area and 
linking survivors with these resources using a pamphlet (but this pamphlet was not 
evaluated) 
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• Env+Pt Char+Pt F/B: association between unmet needs related to access and continuity 
of care and year(s) since diagnosis in a rural population (directionality not clear) 

• Env+Pt Char+Pt F/B: association between age and unmet emotional needs 
(directionality not clear) 

• Env+Res+F/B: Access to interventions and survivorship resources were found to be 
limited in these rural areas. Interventions or resources found to exist require technology 
access or substantial travel 

• Env+Pt F/B: Providers must understand that a considerable amount of the resources 
presently available to rural survivors are technology dependent. As such, assisting 
survivors may involve technology instruction as well as taking steps to make technology 
available. Unfortunately, the vast majority of face-to-face EBP interventions were found 
to be located in more urban areas and substantial travel by the survivors is required. 

 
Playdon 2016121: Survey of the Study of Cancer Survivors-I (survivors of 10 most common 
cancers) to investigate information needs and preferred resources (educational material, 
supportive tools and services) for long-term cancer survivors 

• Pt F/B: Need for more information on cancer screening tests for other cancer types 
(42.5% participants), more information on long term cancer side effects (33.1% 
participants), more information on healthy lifestyle behaviors (31.9%), and more 
information on tests post cancer treatment (27.0% participants) 

• Pt F/B: Need more information health insurance/finance consequences of cancer (28.2% 
participants) 

• Res: Preferred source of information reading a book, magazine, or other printed 
publication (60.9 % participants), followed by personalized reading materials (57.6 % 
participants), and meeting in person with a health care professional (44.4 % participants) 

• Pt Char+Pt Needs+Pt F/B: Younger patients, patients with more education, patients 
with fair/poor self-reported health, and patients of race/ethnicity other than non-Hispanic 
white had more information needs.  

Not Specific to a Model or Resource 
deRooij 2018122: cross-sectional self-administered survey of 292 early-stage cancer survivors 
(predominantly if not completely adult cancers) to characterize patterns of health care needs  

• describes needs classifications and how sociodemographics are associated with them, but 
no connection with models or resources. [author speculation on context-mechanism-
outcome hypothesis] 

• Pt Needs: the highest unmet needs were related to the domains of side effects (53%), 
self-care (51%), and emotional coping (43%).  

• Pt Char+Pt Needs+Pt F/B: Our analysis identified four clusters of survivors: (a) low 
needs (n=123, 42%), (b) mainly physical needs (n=46, 16%), (c) mainly psychological 
needs (n=57, 20%), and (d) both physical and psychological needs (n=66, 23%). 
Compared with cluster 1, those in clusters 2, 3, and 4 were younger (p < .03), those in 
clusters 3 and 4 had higher levels of psychological distress (p < .05), and those in clusters 
2 and 4 reported higher levels of fatigue (p < .05). 

• The identification of these subgroups and sociodemographic and clinical predictors of 
each subgroup does not diminish the need to screen each individual patient for 
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survivorship care needs. It does, however, provide clinical insight into how programs to 
address the needs of diverse survivors might be structured, and it underscores the 
importance of both tailored information provision and accounting for differences in needs 
when testing interventions in survivorship care research. [author speculation on context-
mechanism-outcome hypothesis] 

• our study may provide an explanation for the failure of some survivorship interventions, 
such as SCPs, to improve outcomes in randomized trials [9–12]. The effect of these 
interventions may be diluted by a substantial subgroup of survivors with few or no needs. 
[author speculation on context-mechanism-outcome hypothesis] 

 
Brennan 2016123: cross sectional study of 68 Australian early stage breast cancer survivors' 
needs and satisfaction with care soon after completing treatment  

• Pt Char+OC: younger women <=51 (compared to older women 52-68 and >68) reported 
significantly lower QoL in all areas (physical, emotional, functional) except social 
wellbeing 

• Pt Char+Pt F/B: younger women <=51 (compared to older women 52-68 and >68) 
reported higher number of unmet needs overall and higher number of mod and weak 
strength unmet needs 

• Pt Char+Pt F/B: no assoc between age and satisfaction with overall care and care 
coordination 

• Most common unmet need: fear of cancer recurrence, then expectations/image as cancer 
survivor 

• High level of satisfaction with overall care (9.2/10) and care coordination (8.6/10) 
 
Ford 2019124: cross sectional survey on factors influencing adherence to CRC surveillance from 
150 stage 1-3 colorectal cancer survivors identified from S Carolina Central Cancer Registry 
Prov Pract+Pt Use: doctor telling them regular f/u care was needed more likely to be adherent 
to office visit and CEA tests 

• Res: 75% sought cancer info from one or more sources (internet, friends, support group) 
• Res+Pt Use: 44% never received written summary of cancer care, 98% still reported 

good to excellent quality of care since treatment 
• Pt Use: adherence 55% cscope, 92% office visit, 73% CEA 
• Model: 86% saw PCP, 83% surgeon, 71% med onc, 62% GI since ending treatment; 

53% reported cancer care decisions made with equal input from family and doctor, 30% 
with input from family while considering doctor's input 

 
Lim 2013125: cross-sectional survey of survivors recruited from the California Cancer 
Surveillance Program and hospitals in LA (1) to compare family communication, supporting the 
patient in making decisions, patient's confidence level in communicating with physicians, and 
health-related quality of life (HRQOL) between Chinese- (n=86) and Korean- (n=71) American 
breast cancer survivors (BCS), and (2) to investigate how family communication, decision 
support, and self-efficacy in patient-physician communication influences HRQOL for Chinese- 
and Korean-American BCS. 

• Pt F/B+OC: For Chinese Americans: direct, positive association between self-efficacy in 
patient-physician communication and HRQOL  
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• Pt F/B+OC: For Korean Americans: direct, positive association between family 
communication and HRQOL  

• Pt F/B+OC: Hypothesis of a direct relationship between decision support and HRQOL 
was not supported 

• Pt F/B+OC: Socio-cultural differences between two ethnic subgroups might influence 
how communication components among survivors, family, and healthcare providers are 
associated with HRQOL. 
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List of Acronyms 
Acronyms 
ACT = after completion of therapy 
ALL = acute lymphocytic leukemia 
APP = advanced practice provider 
ASCO = American Society of Clinical Oncology 
AYA = adolescent/young adult 
BCS – breast cancer survivor 
BMT = bone marrow transplant 
BRFSS = Behavioral Risk Factor Surveillance System 
C = context 
CAM = complementary and alternative medicine 
Cas-PET = Cancer Survivorship Patient Engagement 
Toolkit 
CaSUN = Cancer Survivors Unmet Needs Measure 
CCS = childhood cancer survivor 
CCSS = Childhood Cancer Survivor Study 
CEA = carcinoembryonic antigen 
COG = Children’s Oncology Group 
CRC = colorectal cancer 
CTS = Cancer Thriving and Surviving 
EBP = evidence-based practice 
ECG = electrocardiogram 
EMR = electronic medical record 
EORTC = European Organisation for Research and 
Treatment of Cancer 
FACT = Functional Assessment of Cancer Therapy 
FCI = followup care instructions 
FU = followup 
GP = general practitioner 
GVHD = graft versus host disease 
HL = Hodgkins Lymphoma 
HNCP = Head and Neck Cancer Survivor Self-
Management Care Plan 
HRQOL = health related quality of life 
HSCT = hematopoietic stem cell transplantation 
ITT = intention to treat 
LH = local hematologist 
LTFU = long tern followup 
M = mechanism 
MD = medical doctor 
MDT = multidisciplinary team 
MFG = multiple family group 
MRI = magnetic resonance imaging 
MSK = Memorial Sloan Kettering Cancer Center 
 

NCI = National Cancer Institute 
NP = nurse practitioner 
NSW = New South Wales  
O = outcome 
OR = odds ratio 
PA = physician assistant 
PCCS = Primary Care for Cancer Survivors clinic 
PCP = primary care provider 
PHR = personal health record 
PN = patient navigation 
QoL = quality of life 
RAV = risk adapted visit 
RHIT = Registered Health Information Technologist 
ROGY = Registration system Oncological Gynecology 
RVU = relative value units 
SAM = self-assessment and management 
SC = standard care 
SCP = survivorship care plan 
SEER = Surveillance, Epidemiology, and End Results 
SES = socioeconomic status 
SMART = Specific, Measurable, Achievable, Relevant, 
Timely 
TC = treatment center 
TS = treatment summary 
TSSCP-S = Treatment Summary and Survivorship 
Care Plan 
US = United States 
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Appendix E. List of Survivorship Resources Available to Cancer Survivors, 
Their Families, and Their Medical Care Providers 

 
Table D-1. List of survivorship resources available to cancer survivors, their families, and their medical care providers 

Resource Link For Cancer 
Survivors 

For 
Providers 

Description 

American Cancer Society: 
Survivorship: During and After 
Treatment 

https://www.cancer.org/treatment/survivor
ship-during-and-after-treatment.html 

Yes No 

Information and tips on staying active 
and healthy during and after cancer 
treatment for cancer survivors. There is 
also information on dealing with the 
possibility of cancer recurrence, and 
stories about other people whose lives 
have been touched by cancer. 

American Cancer Society: Tools 
for Cancer Survivors and 
Caregivers 

https://www.cancer.org/health-care-
professionals/national-cancer-
survivorship-resource-center/tools-for-
cancer-survivors-and-caregivers.html 

Yes No 

Guidance documents for cancer 
survivors, including “Life After Treatment 
Guide” and a “Life After Treatment 
Guide” for Native Americans and Alaska 
Natives. 

American Cancer Society: Tools 
for Health Care Professionals 

https://www.cancer.org/health-care-
professionals/national-cancer-
survivorship-resource-center/tools-for-
health-care-professionals.html 

No Yes 

Cancer survivorship care tools and 
resources for providers, organizations, 
and communities. 

American Institute for Cancer 
Research 

https://www.aicr.org/?gclid=CI6fkJ6Y1rEC
FYao4AodiE0Aqw No Yes 

Monthly updates with resources, tools, 
and guidance for healthcare 
professionals 

American Society of Clinical 
Oncology: Cancer.Net* 

https://www.cancer.net/survivorship/surviv
orship-resources Yes No 

Cancer.Net provides timely, 
comprehensive information to help 
patients and families make informed 
health care decisions. 

American Society of Clinical 
Oncology: Survivorship 
Compendium 

https://www.asco.org/practice-
policy/cancer-care-initiatives/prevention-
survivorship/survivorship/survivorship-
compendium No Yes 

A repository of tools and resources for 
oncology providers to implement or 
improve survivorship care within their 
practices. The compendium serves as an 
accompaniment to the educational 
opportunities and clinical-guidance 
ASCO offers on survivorship care. 

Cancer + Careers https://www.cancerandcareers.org/en Yes 

No 

Provide resources for cancer patients 
and survivors on thriving in the 
workplace, providing expert advice, 
interactive tools, and educational events. 

https://www.cancer.org/treatment/survivorship-during-and-after-treatment.html
https://www.cancer.org/treatment/survivorship-during-and-after-treatment.html
https://www.cancer.org/health-care-professionals/national-cancer-survivorship-resource-center/tools-for-cancer-survivors-and-caregivers.html
https://www.cancer.org/health-care-professionals/national-cancer-survivorship-resource-center/tools-for-cancer-survivors-and-caregivers.html
https://www.cancer.org/health-care-professionals/national-cancer-survivorship-resource-center/tools-for-cancer-survivors-and-caregivers.html
https://www.cancer.org/health-care-professionals/national-cancer-survivorship-resource-center/tools-for-cancer-survivors-and-caregivers.html
https://www.cancer.org/health-care-professionals/national-cancer-survivorship-resource-center/tools-for-health-care-professionals.html
https://www.cancer.org/health-care-professionals/national-cancer-survivorship-resource-center/tools-for-health-care-professionals.html
https://www.cancer.org/health-care-professionals/national-cancer-survivorship-resource-center/tools-for-health-care-professionals.html
https://www.cancer.org/health-care-professionals/national-cancer-survivorship-resource-center/tools-for-health-care-professionals.html
https://www.cancer.net/survivorship/survivorship-resources
https://www.cancer.net/survivorship/survivorship-resources
https://www.asco.org/practice-policy/cancer-care-initiatives/prevention-survivorship/survivorship/survivorship-compendium
https://www.asco.org/practice-policy/cancer-care-initiatives/prevention-survivorship/survivorship/survivorship-compendium
https://www.asco.org/practice-policy/cancer-care-initiatives/prevention-survivorship/survivorship/survivorship-compendium
https://www.asco.org/practice-policy/cancer-care-initiatives/prevention-survivorship/survivorship/survivorship-compendium
https://www.cancerandcareers.org/en
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Resource Link For Cancer 
Survivors 

For 
Providers 

Description 

Cancer Care https://www.cancercare.org/ 

Yes No 

Providing comprehensive services 
including case management, counseling, 
and support groups over the phone, 
online, and in-person, educational 
workshops, publications and financial 
and co-payment assistance. 

Cancer Financial Assistance 
Coalition 

https://www.cancerfac.org/ 

Yes No 

Coalition of organizations helping cancer 
patients find financial and practical help 
(e.g., home care, housing, fertility 
assistance, genetic testing). 

Cancer Match https://cancermatch.com/ Yes No A cancer survivor networking and dating 
website. 

Cancer Support Community https://www.cancersupportcommunity.org/ 

Yes No 

Non-profit network of support 
organizations, hospitals, and clinic 
partnerships delivering free support and 
navigation services for cancer patients 
and families. 

Cancer Support Community: 
Gilda’s Club 

https://www.cancersupportcommunity.org/  

Yes No 

A member of the Cancer Support 
Community, offers support through 
counseling, connecting patients with a 
wider patient and caregiver community, 
and professionally led programs. 

Cancer SurvivorLink https://www.cancersurvivorlink.org/  

Yes Yes 

A patient-centric communication tool and 
mechanism for cancer survivors 
providing repository for key health 
documents and ability to share their 
online health records with providers. 

Centers for Disease Control & 
Prevention: Cancer Survivors 

https://www.cdc.gov/cancer/survivors/inde
x.htm  Yes Yes 

CDC website with guidance and 
information for cancer patients and 
survivors, caregivers, and health care 
providers. 

Children’s Oncology Group† http://survivorshipguidelines.org/ 

No Yes 

Children’s Oncology Group guideline is a 
resource for healthcare professionals 
who provide ongoing care to survivors of 
pediatric malignancies. 

Dana-Farber Cancer Institute: 
Continuing Medical Education 

https://www.dana-farber.org/for-
physicians/education-and-
training/continuing-medical-education/  No Yes 

Offering continuing medical education 
courses, sharing advances in cancer 
research and treatment with the 
healthcare community. 

https://www.cancercare.org/
https://www.cancersupportcommunity.org/
https://www.cancersurvivorlink.org/
https://www.cdc.gov/cancer/survivors/index.htm
https://www.cdc.gov/cancer/survivors/index.htm
http://survivorshipguidelines.org/
https://www.dana-farber.org/for-physicians/education-and-training/continuing-medical-education/
https://www.dana-farber.org/for-physicians/education-and-training/continuing-medical-education/
https://www.dana-farber.org/for-physicians/education-and-training/continuing-medical-education/


E-3 

Resource Link For Cancer 
Survivors 

For 
Providers 

Description 

George Washington University 
Cancer Center: Advancing 
Patient-Centered Cancer 
Survivorship Care Toolkit 

https://smhs.gwu.edu/cancercontroltap/res
ources/advancing-patient-centered-
cancer-survivorship-care-toolkit No Yes 

A toolkit to support training and technical 
assistance from Comprehensive Cancer 
Control Programs/Coalitions to health 
care providers/organizations to improve 
patient-centered cancer survivorship 
care in their state, tribe or territory. 

Job Accommodation Network https://askjan.org/ 
Yes No 

Offers guidance on workplace 
accommodations and disability 
employment issues. 

JourneyForward https://www.journeyforward.org/  

Yes No 

Health website offering information on 
important health related topics, including 
cancer symptom management and post-
treatment care. 

LIVESTRONG https://www.livestrong.org/ 

Yes No 

Non-profit organization providing support 
for people affected by cancer. Website 
offers contact information and list of 
available programs for cancer patients 
and survivors. 

LIVESTRONG Survivorship 
Centers of Excellence 

https://www.livestrong.org/who-we-
are/news/livestrong-survivorship-centers-
excellence-network-celebrates-10-years-
success 

Yes No 

Website celebrates the LIVESTRONG 
Survivorship Centers of Excellence’s 10 
year anniversary and summarizes the 
work done by the centers and 
foundation. 

National Cancer Survivors Day 
Foundation 

https://ncsd.org/ 

Yes No 

The nonprofit National Cancer Survivors 
Day Foundation provides free guidance, 
education, and networking to hospitals, 
support groups, and other cancer-related 
organizations that host NCSD events in 
their communities. 

National Coalition for Cancer 
Survivorship 

https://canceradvocacy.org/ 

Yes No 

A survivor-led cancer advocacy 
organization, advocating for research, 
policy, and providing tools for self-
advocacy. 

NIH/NCI Cancer Survivorship https://www.cancer.gov/about-
cancer/coping/survivorship Yes No 

Offers information for cancer patients to 
help cope with the transition to post-
treatment. 

https://smhs.gwu.edu/cancercontroltap/resources/advancing-patient-centered-cancer-survivorship-care-toolkit
https://smhs.gwu.edu/cancercontroltap/resources/advancing-patient-centered-cancer-survivorship-care-toolkit
https://smhs.gwu.edu/cancercontroltap/resources/advancing-patient-centered-cancer-survivorship-care-toolkit
https://www.journeyforward.org/
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Resource Link For Cancer 
Survivors 

For 
Providers 

Description 

NIH/NCI: Cancer-Related Post-
traumatic Stress (PDQ®)–Patient 
Version 

https://www.cancer.gov/about-
cancer/coping/survivorship/new-
normal/ptsd-pdq  

Yes No 

The National Cancer Institute’s Physician 
Data Query on post-traumatic stress 
targeted for patients, providing 
summaries on the latest published 
information on cancer prevention, 
detection, genetics, treatment, supportive 
care, and complementary and alternative 
medicine. 

NIH/NCI: Office of Cancer 
Survivorship 

https://cancercontrol.cancer.gov/ocs/resou
rces 

Yes Yes 

Offers resources and information for 
many different audiences, including 
survivors and caregivers, researchers, 
health care professionals, and 
advocates. 

NIH/NCI: Office of Cancer 
Survivorship 

https://cancercontrol.cancer.gov/ocs/resou
rces/survivors/follow-up-medical-care No Yes 

Links to resources for patients to assist 
in dialogue with physicians on followup 
care. 

NIH/NCI: SEER-CAHPS https://healthcaredelivery.cancer.gov/seer
-cahps/  

No Yes* 

A resource for quality of cancer care 
research based on a linkage between the 
NCI's Surveillance, Epidemiology and 
End Results (SEER) cancer registry data 
and the Centers for Medicare & Medicaid 
Services' (CMS) Medicare Consumer 
Assessment of Healthcare Providers and 
Systems (CAHPS®) patient surveys. 

Northwestern University: 
Oncofertility 

https://www.nm.org/healthbeat/medical-
advances/oncofertility  Yes No 

Offers resources on oncofertility, such as 
options for fertility treatment and 
methods to preserve a child’s fertility 
before cancer treatment. 

OncoLink: OncoLife Survivorship 
Care Plan 

https://oncolife.oncolink.org/ 

Yes No 

A program providing cancer survivors 
with information regarding the health 
risks they face as a result of cancer 
therapies, and resources to develop a 
cancer survivorship care plan. 

Passport for Care (with the 
Children’s Oncology Group) 

https://cancersurvivor.passportforcare.org/
en/  Yes Yes 

A free online resource tool for childhood 
cancer survivors allowing them to access 
their treatment summary and followup 
care recommendations. 

Patient Advocate Foundation https://www.patientadvocate.org/ 

Yes No 

A non-profit organization offering case 
management services and financial aid 
to Americans with chronic, life 
threatening, and debilitating illnesses. 

https://www.cancer.gov/about-cancer/coping/survivorship/new-normal/ptsd-pdq
https://www.cancer.gov/about-cancer/coping/survivorship/new-normal/ptsd-pdq
https://www.cancer.gov/about-cancer/coping/survivorship/new-normal/ptsd-pdq
https://healthcaredelivery.cancer.gov/seer-cahps/
https://healthcaredelivery.cancer.gov/seer-cahps/
https://www.nm.org/healthbeat/medical-advances/oncofertility
https://www.nm.org/healthbeat/medical-advances/oncofertility
https://cancersurvivor.passportforcare.org/en/
https://cancersurvivor.passportforcare.org/en/
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Resource Link For Cancer 
Survivors 

For 
Providers 

Description 

Save My Fertility https://www.savemyfertility.org/ 

Yes No 

An online fertility preservation toolkit for 
adult cancer patients to learn more on 
preserving fertility before and during 
cancer treatment. 

St. Jude Children’s Research 
Hospital: Childhood Cancer 
Survivor Study Tools and 
Documents 

https://ccss.stjude.org/tools-and-
documents.html  No Yes 

Tools and documents for the St. Jude 
Children’s Research Hospital’s 
Childhood Cancer Survivor Study. 

St. Jude Children’s Research 
Hospital: Cure4Kids 

https://www.cure4kids.org/ 
No Yes 

An online resource for healthcare 
professionals to enhance the care for 
children with cancer. 

St. Jude Children’s Research 
Hospital: Together 

https://together.stjude.org/en-us/life-after-
cancer.html Yes No 

Offers resources for childhood cancer 
survivors on late effects, survivorship 
care plans, etc. 

Stupid Cancer®‖ https://stupidcancer.org/get-
help/resources/  

Yes No 

Provides links to resources for 
adolescent and young adults with cancer 
to find resources and help on topics such 
as college and career, mental health, 
caregiving, and finances. 

University of Pennsylvania: 
OncoLink 

https://www.oncolink.org/  

Yes Yes 

Provides resources and tools for 
oncology healthcare professionals, as 
well as information for patients on 
cancer, diagnosis, treatment, coping, and 
survivorship. 

University of Texas: MD Anderson 
Cancer Center Continuing 
Medical Education 

https://www.mdanderson.org/education-
training/professional-education/cme-
conference-management.html  No Yes 

Source of information on Continuing 
Professional Education/Conference 
Management conferences, e-learning 
activities, and external educational 
partners  

UptoDate https://www.uptodate.com/contents/table-
of-contents/oncology/cancer-survivorship  No Yes 

A source of reference with links to most 
up to date evidence and clinical guidance 
on cancer survivorship related topics. 

Individual guidelines/reports 
 
Institute of Medicine report: 
Childhood Cancer Survivorship: 
Improving Care and Quality of Life 

Hewitt M, Weiner SL, Simone JV.  
Childhood Cancer Survivorship: Improving 
Care and Quality of Life. Washington 
(DC): National Academies Press (US); 
2003 

No Yes 

Guideline outlining a comprehensive 
policy agenda linking improved health 
care delivery, investments in education 
and training, and expanded research to 
improve the long-term outlook for 
survivors of childhood cancer. 

https://ccss.stjude.org/tools-and-documents.html
https://ccss.stjude.org/tools-and-documents.html
https://www.cure4kids.org/
https://together.stjude.org/en-us/life-after-cancer.html
https://together.stjude.org/en-us/life-after-cancer.html
https://stupidcancer.org/get-help/resources/
https://stupidcancer.org/get-help/resources/
https://www.oncolink.org/
https://www.mdanderson.org/education-training/professional-education/cme-conference-management.html
https://www.mdanderson.org/education-training/professional-education/cme-conference-management.html
https://www.mdanderson.org/education-training/professional-education/cme-conference-management.html
https://www.uptodate.com/contents/table-of-contents/oncology/cancer-survivorship
https://www.uptodate.com/contents/table-of-contents/oncology/cancer-survivorship
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Resource Link For Cancer 
Survivors 

For 
Providers 

Description 

Individual guidelines/reports 
 
Institute of Medicine report: 
Ensuring Quality Cancer Care 

Hewitt M, Simone JV. Ensuring Quality 
Cancer Care. Washington DC. National 
Academy Press.1999 No Yes 

A status report on current health services 
(circa 1999) and issues related to 
medical coverage, social and economic 
status, patient beliefs, physician 
decision-making, and other factors. 

Individual guidelines/reports 
 
Institute of Medicine report: From 
Cancer Patient to Cancer 
Survivor: Lost in Transition 

Hewitt M, Greenfield S, Stovall E. From 
Cancer Patient to Cancer Survivor: Lost in 
Transition. Washington DC. National 
Academy Press.2006 

No Yes 

A book focusing on survivors of adult 
cancer during followup phase post 
primary treatment. 

Individual guidelines/reports 
 
President’s Cancer Panel Annual 
Report 2003–2004, Living Beyond 
Cancer: Finding a New Balance 

https://deainfo.nci.nih.gov/advisory/pcp/an
nualReports/pcp03-04rpt/Survivorship.pdf  

No Yes 

Recommendations for cancer 
survivorship compiled from meetings of 
the President’s Cancer Panel involving 
stakeholders such as survivors, 
caregivers, advocates, providers, 
insurers, Federal and State government 
employees, media representatives, and 
support organization representatives. 

Individual guidelines/reports 
 
Shepherd et al. (2010) 

Shepherd EJ, Woodgate RL. Cancer 
survivorship in children and young adults: 
a concept analysis. J Pediatr Oncol Nurs. 
2010 Mar-Apr;27(2):109-18. Doi: 
10.1177/1043454209349807. PMID: 
20044589. 

No Yes 

An article providing a conceptual 
framework helping to define survivorship 
and useful for research and clinical 
practice in pediatric oncology. 

Individual guidelines/reports 
 
NCCN: Guidelines for Patients 

https://www.nccn.org/patients/guidelines/c
ancers.aspx Yes No 

National Comprehensive Cancer 
Network’s guidelines for cancer patients. 

Individual guidelines/reports 
 
NCCN: Clinical Practice 
Guidelines 

https://www.nccn.org/patients/clinical/defa
ult.aspx No Yes 

National Comprehensive Cancer 
Network’s guidelines for clinicians and 
health professionals on cancer 
treatments. 

Individual guidelines/reports 
 
COG: Survivorship Guidelines 

https://childrensoncologygroup.org/index.p
hp/survivorshipguidelines No Yes 

Cancer survivorship guidelines for 
clinicians who are providing ongoing 
healthcare to survivors. 

Individual guidelines/reports 
 
ASCO: Patient and Survivor Care 

https://www.asco.org/research-
guidelines/quality-
guidelines/guidelines/patient-and-survivor-
care 

No Yes 

Source of clinical guidelines on cancer 
treatment and survivor care. 

https://deainfo.nci.nih.gov/advisory/pcp/annualReports/pcp03-04rpt/Survivorship.pdf
https://deainfo.nci.nih.gov/advisory/pcp/annualReports/pcp03-04rpt/Survivorship.pdf
https://www.nccn.org/patients/guidelines/cancers.aspx
https://www.nccn.org/patients/guidelines/cancers.aspx
https://www.asco.org/research-guidelines/quality-guidelines/guidelines/patient-and-survivor-care
https://www.asco.org/research-guidelines/quality-guidelines/guidelines/patient-and-survivor-care
https://www.asco.org/research-guidelines/quality-guidelines/guidelines/patient-and-survivor-care
https://www.asco.org/research-guidelines/quality-guidelines/guidelines/patient-and-survivor-care
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Resource Link For Cancer 
Survivors 

For 
Providers 

Description 

International 
Dutch Childhood Oncology Group 

https://www.dcog-ectc.nl/  

No Yes* 

The Dutch Childhood Oncology Group - 
Early Clinical Trial Consortium (DCOG-
ECTC) implements clinical trials in 
children with cancer. The website 
provides tools for investigators in 
participating DCOG-ECTC studies. 

International 
International Guideline 
Harmonization Group 

www.ighg.org  

No Yes 

An organization that develops 
international guidelines for the long-term 
followup of childhood, adolescent, and 
young adult cancer survivors. 

International 
PanCareSurFup 

https://www.pancaresurfup.eu/  

No Yes 

An organization consisting of 16 
European institutions establishing 
guidelines for followup; provide training 
and workshops to stakeholders. 

International 
Scottish Intercollegiate Guidelines 
Network 

https://www.sign.ac.uk/our-guidelines/  

No Yes 

Healthcare group to improve the quality 
of healthcare for patients in Scotland 
through development and dissemination 
of clinical guidelines. 

International 
Union for International Cancer 
Control: Sustainable Development 
Goals 

https://www.uicc.org/search/site/?f%5B0%
5D=sm_index_page_type%3AResources  

No Yes 

Union for International Cancer Control 
(UICC) represents over 1200 
organizations including major cancer 
societies, ministries of health and patient 
groups, providing an avenue for 
advocacy, guidelines, and policy 
development. 

International 
United Kingdom Children’s 
Cancer and Leukaemia Group 

https://www.cclg.org.uk/  

Yes Yes 

A professional association providing 
advice and information to government 
agencies, and childhood cancer 
survivors on childhood cancer, as well as 
funding research. 

*Resources for researchers 
 
CAHPS = Medicare Consumer Assessment of Healthcare Providers and Systems; NCI = National Cancer Institute; NIH = National Institutes of Health; SEER = 
Surveillance Epidemiology and End Results data 

https://www.dcog-ectc.nl/
http://www.ighg.org/
https://www.pancaresurfup.eu/
https://www.sign.ac.uk/our-guidelines/
https://www.uicc.org/search/site/?f%5B0%5D=sm_index_page_type%3AResources
https://www.uicc.org/search/site/?f%5B0%5D=sm_index_page_type%3AResources
https://www.cclg.org.uk/
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Appendix F. Program Theory Variable List 
Environment 

• Urban, suburban, rural 
• Distance to clinic 
• Regional differences (added to refined program theory) 
• Crisis events 

HealthCare System 
• Degree of fragmentation/integration 
• Availability of financial and other resources 
• Telemedicine 
• Integrated electronic health records 
• Use of multidisciplinary teams 
• Availability of needed specialists 

Provider Characteristics  
• Identity/Specialty (oncology, primary care) 
• Years in practice 
• Race/language/cultural concordance 
• Gender (added to refined program theory) 
• Survivor volume (added to refined program theory) 

Survivor Characteristics  
• Age at treatment 
• Time since diagnosis (longitudinal and calendar time) 
• Developmental age/Cognitive function/Educational attainment 
• Cancer type (added to refined program theory)/complexity of diagnosis 
• Treatment exposures 
• Genetics 
• Life transitions (e.g., marriage, moving) 
• Race 
• Gender 
• Education (removed from the initial program theory) 
• Marital status (added to refined program theory) 
• Social determinants of health 
• Work status (added to refined program theory) 
• Current age (added to refined program theory) 

Survivor Needs 
• Presence of chronic medical conditions 
• Incidence and severity of late effects, including neurocognitive effects 



F-2 

Facilitators/Barriers  

Provider 
• Financial and other resources 

o Clinic staffing 
o Time 
o Reimbursement 
o Volume 

• Incentives (e.g., monetary, quality measures) 
• Relationship with survivors 

o Willingness to transition away (oncology)/accept (PCP) care for cancer survivors 
• Knowledge 

o About childhood cancer survivors’ needs generally 
o About a particular survivor’s needs (e.g., through a survivorship care plan, access to 

medical records) 
• Awareness of survivorship resources/guidelines 
• Comfort treating childhood cancer survivors (relates to knowledge base and professional 

expertise) 
• Communication and care coordination between and among the pediatric cancer center, 

the primary care provider, and the survivor 

Survivor 
• Financial and other resources 

o Financial costs (e.g., reimbursement, ability to pay co-pay) 
o Access to care 
o Health insurance 
o Time 
o Transportation 

• Willingness to transition away from cancer providers (or not) 
o Motivation 
o Provider influences 
o Belief in PCP ability to meet their needs 

• Knowledge 
o Of their treatment and evolving associated risks 
o Of their evolving followup care needs 

• Ability to find appropriate care 
• Coordination of multiple specialists 
• Psychosocial factors 

o Fear of recurrence 
o Post-traumatic stress disorder 
o Anxiety  
o Depression 
o Cognitive deficit 
o Impact of cancer on identity 
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• Autonomy/Personal responsibility/Self-reliance/Self-efficacy/Patient activation 
• Degree of family/parental support for followup care 
• Awareness and availability of (culturally appropriate) resources (added to refined 

program theory) 

Provider Health Practices 
• Oncologist (added to refined program theory): return survivor to informed PCP/help 

survivors identify knowledgeable providers; PCP: accept survivors into practice and 
learn about survivorship needs (added to refined program theory) 

• Connect survivors with survivorship resources and services 
• Conduct guideline-concordant surveillance for long-term and late effects 
• Manage symptoms/late effects 
• Educate survivors about late effects 
• Assess psychosocial needs and provide psychosocial support 
• Counsel regarding healthy behaviors 
• Coordinate care 
• Refer to appropriate specialists (medical, legal, financial) 

 

Survivor Health Behaviors 
• Receive surveillance for long-term and late effects and appropriate preventive care 
• Receive social support, nutritional, rehabilitative, and fertility preservation services 
• Health behaviors 
• Alcohol/Tobacco/Other drugs 
• Physical activity 
• Loss to followup 
• Emergency department visits 
• Hospitalizations 

Health Status 
• Mortality 
• Morbidity/Late effects 

o Peripheral neuropathy 
o Cardiac dysfunction 
o Cognitive problems 
o Bone loss 
o Infertility 
o Sexual dysfunction 
o Insomnia 
o Obesity 

• Quality of life (health-related)/Functional status 
o Fatigue 
o Pain 
o Vasomotor and menopausal symptoms 
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• Psychosocial needs 
o Depression 
o Anxiety 
 

Consumer Satisfaction 

Costs 

Models Of Survivorship Care 
• 4 dimensions: 

o Presence of survivorship expertise (i.e., does at least one provider in the model have 
particular expertise in survivorship?) [yes/no/unclear] 
 Is the survivorship expert trained in oncology, primary care, other, unclear? 
 Is the survivorship expertise MD, NP/PA, multidisciplinary, unclear? 

o Role of PCP [main provider of survivorship care, provides survivorship care under 
the guidance of survivorship expert, provides primary care with no particular 
attention to survivorship, unclear] 

o Access to academic/cancer center support (for survivors and/or providers (added to 
refined program theory)) [yes/no/unclear] 

o Consultative vs longitudinal or unclear 

Resources 
• long-term followup guidelines  
• educational materials directed at either survivor/family or care providers regardless of 

media (i.e., electronic, hard copy) 
o e.g., website with information and opportunity for Q&A 
o “health links” 

• in-person or virtual trainings (i.e., workshops, conferences, CME courses) directed at 
either survivor /family or care providers (MDs, NPs, PAs; both current and for 
students/trainees) 

• survivor care documents (i.e., survivor -specific standardized letters, treatment 
summaries, survivorship care plans) 

• survivorship care management processes (i.e., expedited routes of contact for 
consultation, re-referral, support services; methods for digitizing and securely distributing 
health records; and other provider-to-provider and provider-to- survivor communications) 

• survivor supportive tools and services (i.e., in-person or digital) 
o text messaging/peer navigator program 
o support groups (in-person, telephone-based, or online) 
o professional psychosocial counselors (in-person, telephone based, or online) 
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Appendix G. Initial Program Theory 
Figure G-1. Initial program theory 
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