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Key Messages 
Purpose of Review 
This Agency for Healthcare Research and Quality (AHRQ) technical brief was commissioned by 
the National Cancer Institute (NCI) to support the development of a research agenda associated 
with the Childhood Cancer Survivorship, Treatment, Access, and Research (STAR) Act. This 
technical brief provides an overview of the existing evidence and forthcoming research relevant 
to disparities and barriers for pediatric cancer survivorship care, outlines open questions, and 
offers concrete guidance for future research in a user-friendly format. 

Key Messages 
• In total, 88 studies were identified addressing identified disparities, barriers to 

survivorship care, proposed strategies, evaluated interventions, and ongoing studies in 
childhood cancer survivors. 

• Of these, 26 assessed disparities in survivorship care (e.g., based on race or ethnicity, 
biological sex, or insurance coverage) in a range of domains and 33 studies assessed 
barriers to survivorship care at various levels (e.g., patient level, provider level). 

• Fifteen organizations have proposed strategies to address barriers to survivorship care. 
We identified only seven ongoing and 23 published studies evaluating interventions to 
alleviate disparities and reduce barriers to care. 

• Evidence of disparities and barriers to survivorship care exist for childhood cancer 
survivors but evidence-based interventions to address disparities and barriers to care are 
sparse. Additional research is needed to examine less frequently studied disparities and 
barriers, and to evaluate suggested strategies to alleviate barriers that lead to disparities in 
order to improve the survivorship care for pediatric cancer survivors. 
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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, science-based information on common, costly medical conditions and new 
healthcare technologies and strategies. 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 EPC evidence report is a Technical Brief. A Technical Brief is a rapid report, typically 
on an emerging medical technology, strategy or intervention. It provides an overview of key 
issues related to the intervention—for example, current indications, relevant patient populations 
and subgroups of interest, outcomes measured, and contextual factors that may affect decisions 
regarding the intervention. Although Technical Briefs generally focus on interventions for which 
there are limited published data and too few completed protocol-driven studies to support 
definitive conclusions, the decision to request a Technical Brief is not solely based on the 
availability of clinical studies. The goals of the Technical Brief are to provide an early objective 
description of the state of the science, a potential framework for assessing the applications and 
implications of the intervention, a summary of ongoing research, and information on future 
research needs. In particular, through the Technical Brief, AHRQ hopes to gain insight on the 
appropriate conceptual framework and critical issues that will inform future research. 

AHRQ expects that the EPC evidence reports and technology assessments 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 Technical Brief, 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. 
 
Gopal Khanna, M.B.A. Arlene Bierman, M.D., M.S. 
Director Director 
Agency for Healthcare Research and Quality Center for Evidence and Practice Improvement 
 Agency for Healthcare Research and Quality 
 
Stephanie Chang, M.D., M.P.H. Lionel L. Bañez, M.D. 
Director Task Order Officer 
Evidence-based Practice Center Program Center for Evidence and Practice Improvement 
Center for Evidence and Practice Improvement Agency for Healthcare Research and Quality 
Agency for Healthcare Research and Quality  
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Disparities and Barriers to Pediatric Cancer 
Survivorship Care 

Structured Abstract 
Objectives. Survival rates for pediatric cancer have dramatically increased since the 1970s and 
the population of childhood cancer survivors (CCS) is projected to exceed 500,000 by 2020. 
Cancer during childhood and related treatments lead to long-term health problems, many of 
which are poorly understood. These problems can be amplified by suboptimal survivorship care. 
This report provides an overview of the existing evidence and forthcoming research relevant to 
disparities and barriers for pediatric cancer survivorship care, outlines pending questions, and 
offers guidance for future research. 

Data Sources. This technical brief summarizes published peer-reviewed literature, grey 
literature, and key informant interviews to answer five guiding questions regarding disparities in 
the care of survivors, barriers to pediatric cancer survivorship care, proposed strategies, 
evaluated interventions, and future directions. 

Review Methods. We searched research databases, research registries, and published reviews for 
ongoing and published studies in CCS. We used the authors’ definition of CCS; where not 
specified, CCS included those diagnosed with any cancer prior to age 21. The grey literature 
strategy included a search of relevant professional and non-profit organizational websites and 
clinical practice guideline clearing houses. Key informants provided content expertise regarding 
published and ongoing research, and recommended approaches to fill identified gaps.  

Results. At the time of the draft report we identified 26 studies that assessed disparities in 
survivorship care for CCS; 33 assessed barriers to survivorship care. Key informants discussed 
subgroups of CCS by race or ethnicity, sex, socioeconomic status, and insurance coverage that 
may experience disparities in survivorship care and these findings were supported in the 
published literature. Key informants indicated that providers, the health system, and payers are 
major sources of barriers to care; however, these barriers were reported in a small minority of 
studies. Fifteen organizations have outlined strategies to address disparities and barriers to 
pediatric survivorship care. Our searches identified only 23 published studies that evaluated 
interventions to alleviate disparities and reduce barriers to care. These predominantly assessed 
approaches that targeted patients. We found only seven ongoing studies that evaluated strategies 
to address disparities and barriers. 

Conclusions. We found evidence of disparities and barriers to survivorship care for CCS, 
however significant gaps in the research field remain, particularly regarding evaluations of 
interventions. Additional research is needed to examine less frequently studied disparities and 
barriers and to evaluate ameliorative strategies in order to improve the survivorship care for 
pediatric cancer survivors. 
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Introduction 
Background and Objectives 

It is estimated that there will be more than 500,000 survivors of childhood cancer who were 
diagnosed under the age of 20 – whether currently a child, adolescent, or adult – in the United 
States in 2020. The 5-year survival rate for childhood cancer has increased dramatically from the 
1970s, when it was about 62 percent, to 86 percent in the 2010s.1 This increase in survival is 
attributed to improved treatment, which may include surgery, chemotherapy, radiation, 
immunotherapy, or a combination of these treatments. 

After completion of treatment, childhood cancer survivors (CCS) face many challenges 
regarding long-term health outcomes as a result of their cancer diagnosis and treatment and many 
challenges  are still poorly understood or unknown. Despite gains in survival, CCS are at risk for 
adverse physical, psychosocial, and behavioral outcomes. These late effects range in severity and 
complexity, and commonly include cardiovascular disease and heart failure, decreased 
pulmonary function, infertility, hormonal changes, kidney failure, liver disease, osteopenia and 
osteoporosis, neurocognitive deficits, and secondary malignancies.2 Moreover, CCS exhibit 
disparities and effects in social, economic, and health-related quality of life outcomes in 
comparison to healthy peers, including poor academic or professional performance, lower 
income, and mental health disorders.3, 4 

Survivorship care is a clinical approach to address the health and wellbeing of cancer 
survivors, ideally using risk-based methods of surveillance, screening, management, and 
prevention of late effects, along with coordination of care with primary care and other healthcare 
providers.5 Many CCS do not receive recommended survivorship care, particularly after 
transitioning into adulthood.5 Barriers to survivorship care can encompass barriers at the level of 
patient and caregiver, health care provider, the health system or payer level, and many others.5, 6 
As a result of these barriers, disparities exist for a range of outcomes among CCS, and this 
complexity poses unique challenges for research. 

While disparities are increasingly recognized in the pediatric survivorship field, practitioners 
often are at a loss for how to mitigate disparities. The lack of rigorous assessment of strategies to 
reduce barriers and the fragmented nature of existing research hinder the establishment of 
appropriate policies at multiple levels. Effective and efficient access to care for CCS is critical to 
minimize and alleviate disparities among this population who are burdened by the adverse 
sequelae of their prior malignancy and treatment. 

Purpose and Scope 
This Agency for Healthcare Research and Quality (AHRQ) technical brief was 

commissioned by the National Cancer Institute (NCI), as a result of the passage of the Childhood 
Cancer Survivorship, Treatment, Access, and Research (STAR) Act.7 This has resulted in 
enhanced support for pediatric, adolescent, and young adult cancer research, including ongoing 
efforts to address pediatric cancer survivorship disparities. This technical brief provides an 
overview of the existing evidence and forthcoming research relevant to disparities and barriers 
for pediatric cancer survivorship care, outlines open questions, and offers concrete guidance for 
future research in a user-friendly format.
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Guiding Questions 
The Technical Brief addresses five guiding questions: 

Guiding Question 1. What are the disparities in survivorship care for 
pediatric cancer survivors? 

Guiding Question 2. What are the barriers to survivorship care for pediatric 
cancer survivors who experience disparities? 

Guiding Question 3. What are proposed strategies for addressing those 
barriers? 

Guiding Question 4. What published and unpublished studies have 
assessed these strategies? 

Guiding Question 5. What are future directions for research in addressing 
barriers to survivorship care for pediatric cancer survivors? 
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Methods 
This technical brief provides a user-friendly synopsis of the existing evidence regarding 

disparities and barriers to survivorship care for pediatric cancer survivors, outlines unanswered 
questions, and suggests topic areas for future research. 

Technical Brief Approach 
The methods for this technical brief follow the Methods Guide for Evidence-based Practice 

Center Program. The topic of this report was developed by the National Cancer Institute (NCI) in 
consultation with AHRQ. Key Informants provided input on the guiding questions to be 
addressed and future research directions. The protocol was posted on AHRQ’s Effective Health 
Care website (https://effectivehealthcare.ahrq.gov/products/pediatric-cancer-
survivorship/protocol) on June 24, 2020 and on the Federal Register 
(https://www.federalregister.gov/documents/2020/07/15/2020-15190/supplemental-evidence-
and-data-request-on-disparities-and-barriers-for-pediatric-cancer-survivorship) on July 15, 2020. 
We solicited submission of supplemental evidence and data from the public from June 24 to 
August 14, 2020. The technical brief is organized by five guiding questions that address 
observed disparities and barriers to survivorship care, as well as the strategies and their effects to 
address barriers and disparities. 

Data Collection 

Key Informants 
In consultation with AHRQ and NCI, our team identified areas of expertise that were 

targeted for key informant solicitation, which included: patient, family, or caregiver perspective 
(N = 2); clinical implications, patient care, and disparities research (N = 4); health services 
research and access to care for populations that experience disparities (N = 2); and administrative 
and payer strategy (N = 1). Key informants were asked to provide feedback regarding topics 
related to pediatric cancer survivor disparities and barriers to survivorship care, in particular 
those that have been insufficiently covered in formal research studies. They also helped identify 
notable subgroups that may experience a disparity, explain barriers that could cause a disparity, 
and, ultimately, how that could impact key outcomes of interest. Additionally, key informant 
input was used to identify additional grey literature resources, provide information about 
ongoing research, and recommend approaches to help fill identified gaps. 

Key informants addressed the following guiding questions and subquestions: 
• What are the disparities in survivorship care for pediatric cancer survivors? 

o What types of disparities impact survivorship care for pediatric survivors? 
o What disparities do you think are most significant in impacting pediatric cancer 

survivorship care? 
o Which domains of disparities should be distinguished? 

• What are the barriers to survivorship care for pediatric cancer survivors who experience 
disparities? 

o What are the most influential barriers to pediatric cancer survivorship care? 
o How do those barriers change as CCS transition from pediatric to adult 

survivorship care? 

https://effectivehealthcare.ahrq.gov/products/pediatric-cancer-survivorship/protocol
https://effectivehealthcare.ahrq.gov/products/pediatric-cancer-survivorship/protocol
https://www.federalregister.gov/documents/2020/07/15/2020-15190/supplemental-evidence-and-data-request-on-disparities-and-barriers-for-pediatric-cancer-survivorship
https://www.federalregister.gov/documents/2020/07/15/2020-15190/supplemental-evidence-and-data-request-on-disparities-and-barriers-for-pediatric-cancer-survivorship
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o How do barriers to survivorship care vary by subgroups of pediatric cancer 
survivors? 

o How do barriers effecting specific subgroups change over time, specifically as 
they transition from pediatric to adult care? 

• What are proposed strategies for addressing those barriers? 
o What strategies to address barriers to survivorship care that lead to disparities are 

most promising? 
o Do those strategies need to be implemented using different approaches for 

subgroups of survivors? 
o Which professional bodies have proposed strategies? 

• What published and unpublished studies have assessed these strategies? 
o How effective are the strategies that you are familiar with? 
o What confounding factors pose a challenge to interpreting research and evaluation 

studies? 
• What are future directions for research in addressing barriers to survivorship care for 

pediatric cancer survivors? 
o What are the most important gaps in our current knowledge of disparities and 

barriers to survivorship care, and how would you recommend filling those gaps?  
o How can future research be designed to minimize the confounding factors 

influencing barriers, and ultimately, disparities? 
o Are you aware of any important ongoing studies addressing disparities or barriers 

in pediatric survivorship care? 
Prior to the key informant interviews preliminary feedback was gathered using a web-based 

survey regarding the abovementioned guiding questions. Data received before the key informant 
calls were included as prompts on the slides to promote discussion during the calls. 
Representatives from AHRQ and NCI attended all three key informant interviews, which were 
held over the course of three weeks. The online survey also enabled key informants to provide 
additional feedback to the EPC after the calls. Key informant interviews were recorded and the 
content was discussed in the investigative team. We reviewed themes in the responses and 
organized resulting themes by guiding question.  

Grey Literature Search 
Key to identifying strategies that have been proposed to reduce or mitigate disparities and 

barriers to pediatric cancer survivorship care is a thorough grey literature search. The grey 
literature search strategy is detailed in Appendix B. Briefly, we searched the websites of relevant 
professional organizations and reviewed clinical practice guideline clearing houses using 
specified key search terms. 

Published Literature Search 
We designed targeted search strategies for the individual guiding question, also detailed in 

Appendix B. Search strategies were designed, executed, and documented by the EPC librarian. 
We searched PubMed, CINAHL, and PsycINFO databases for published research. We identified 
studies in CCS that addressed either disparities or barriers directly (either in the title, abstract, or 
key word). In addition to using synonyms for the term disparity, we also searched for specific 
disparities using the NIH definition of populations that experience health disparities: 
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racial/ethnic minorities (including those who are Blacks/African Americans, Hispanics/Latinos, 
American Indians/Alaska Natives, Asian Americans, Native Hawaiians and other Pacific 
Islanders); socioeconomic status; underserved or rural populations; sexual and gender minorities; 
and educational attainment.8, 9 We also used a sample of publications in CCS that did not 
highlight disparities in the title or abstract of the publication but that used an important study 
design (e.g., long-term follow-up or longitudinal studies). We screened the full text of the 
publications to identify subgroup results that suggest disparities or barriers to survivorship care. 

We searched clinicaltrials.gov, NIH RePORTER, and Open Science Framework for ongoing 
research studies. Systematic reviews were identified using PubMed and PROSPERO, an 
international database of systematic reviews, and reviews were reference-mined to identify 
further studies. Appendix A details the methods and search strategies. 

Inclusion and Exclusion Criteria 
The eligibility criteria are shown in Table 1 below, organized in a PICOTSS (population, 

independent variables/intervention, comparator, outcomes, timing, setting, and study 
design/other limiters) framework. 

Table 1. Criteria for Inclusion/Exclusion of Studies in the Technical Brief 
PICOTSS 
 

Inclusion Exclusion 

Population All GQs: 
Childhood cancer survivors (CCS) of all ages. We accepted the 
authors’ definition of CCS. Mixed samples were eligible where 
studies include at least 50% CCS or report a subgroup analysis. 
In studies not self-identifying as CCS research, we applied the 
following criteria: diagnosed before age 21, received primary 
acute treatment for any cancer, currently in remission, and eligible 
to receive survivorship care services, care plans, and/or models of 
follow-up care. 

All GQs: 
Studies that predominantly 
included other populations 
than CCS, that included 
patients diagnosed 
predominantly after the age 
of 20, that had other 
conditions than cancer, or 
that were currently 
undergoing treatment for 
cancer. 

Independent 
variables and 
interventions 

GQ1: 
Survivorship care. We included studies addressing healthcare 
approaches aimed at the health and wellbeing of cancer 
survivors. 
GQ2: 
Barriers and facilitators of survivorship care for CCS. 
GQ3, GQ4, GQ5: 
Strategies to address barriers to survivorship care and to reduce 
care disparities. We included care initiatives, structured care 
programs, care plan, care models, and healthcare interventions 
aiming to address barriers or disparities. Strategies may have 
targeted CCS (e.g., providing patient information), primary 
caregivers (e.g., parents), healthcare providers (e.g., initiating 
training), or healthcare systems (e.g., implementing health 
information technologies such as telemedicine). 

All GQs: 
Studies without reference 
to survivorship care and 
studies not addressing care 
disparities, barriers to care, 
or strategies outside of 
healthcare. 
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PICOTSS 
 

Inclusion Exclusion 

Comparators GQ1, GQ2: 
We accepted the authors’ choice of a participant characteristic 
comparator. Studies could compare subgroups to the general 
population of CCS or compare multiple participant subgroups 
defined by participant characteristics (e.g., race/ethnicity, 
socioeconomic status, gender, rural residence, educational 
attainment or patient or their parents, other populations that 
experience health disparities). 
GQ3: 
Strategies did not need to document alternative care models in 
detail as long as the difference of the proposed survivorship care 
strategy to usual care was described. 
GQ4, GQ5: 
Studies comparing participant subgroups as defined in GQ1 and 
GQ2 and studies comparing to other care strategies (no 
intervention, waitlist, usual care, other active strategies aiming to 
address barriers or disparities). 

All GQs: 
Studies not addressing 
patient characteristics or 
intervention characteristics. 

Outcomes GQ1, GQ2: 
Disparities and barriers (causes of disparity) in any patient 
outcomes related to utilization of survivorship care services, care 
plans, or models of care; intermediate health outcomes and 
adverse events; mortality; late effects and morbidity (including 
psychosocial); quality of life, wellbeing, and satisfaction with care; 
and cost and resource utilization. 
GQ3: 
Strategies were documented regardless of any information on 
outcome effects, but strategies had to aim to prevent, reduce, or 
mitigate disparities and barriers to survivorship care. 
GQ4: 
Changes (reduction) in disparities between comparison groups for 
outcomes listed in GQ1 and GQ2. 
GQ5: 
Ongoing and upcoming studies had to indicate that the study will 
report on outcomes eligible for GQ1, GQ2, or GQ4. 

All GQs: 
Studies that did not 
address disparities or 
barriers to survivorship 
care for pediatric survivors. 

Timing All GQs: 
No timing restriction applied. Studies may have addressed CCS 
who recently or long in the past experienced pediatric cancer now 
in remission. 

All GQs: 
No exclusions applied. 

Setting(s) All GQs: 
All care settings applicable to US settings were eligible, including 
primary, secondary, and tertiary care; inpatient and outpatient 
care; pediatric and adult care context. 

All GQs: 
Studies in resource-limited 
settings such as 
developing countries were 
reviewed for comparability 
with US settings. 

Study design 
and other 
limiters 

All GQs: 
English-language publications. 
GQ1, GQ2, GQ4, GQ5: 
Primary studies reporting empirical data (including both 
quantitative and qualitative data). 
GQ1, GQ2: 
Studies may have either report on distinct subgroups (e.g., 
dividing the sample by geographic characteristic and reporting 
data separately for rural and for urban participants) or studies may 
report associations with participant characteristics (e.g., reporting 
correlations with a factor of interest such as gender differences). 
GQ3: 
Strategies had to have been suggested by an authoritative source 
such as a clinical practice guideline or relevant professional 
organization. 

All GQs: 
Evaluations reported only 
in abbreviated format (e.g., 
in a conference abstract) 
with the exception of trial 
records. 
Studies exclusively 
reported in non-English 
publications.  
Systematic reviews were 
retained for reference 
mining but are not eligible 
for inclusion. 
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PICOTSS 
 

Inclusion Exclusion 

GQ4: 
Studies with concurrent (e.g., randomized controlled trial) or 
historic comparator (e.g., organizational pre-post studies). Studies 
with results published in clinicaltrials.gov were included regardless 
of whether a journal publication was available. 
GQ5: 
Ongoing and upcoming studies with a published protocol or 
registered in a research registry.  

CCS, Childhood Cancer Survivor; GQ, guiding question 

Screening and Abstraction 
Literature screening and data abstraction were conducted in an online database designed for 

systematic reviews (DistillerSR). Literature reviewers screened all citations at the title and 
abstract level and citations determined to be potentially relevant to the Technical Brief were 
obtained as full text. Excluded citations were assessed for relevance using a machine learning 
algorithm in the database software that modeled the inclusion screening decisions of the human 
reviewers We applied a conservative cut-off identifying all citations that the algorithm was more 
likely to include than to exclude. The algorithm confirmed the exclusion for the majority of 
citations. All citations not confirmed by the algorithm were screened by a second, independent 
human reviewer to avoid reviewer errors and bias.  

Full text studies were screened by two independent reviewers against the explicit eligibility 
criteria; any disagreements were resolved by group discussion and consensus. The literature 
searches will be updated during the peer review process for this report, before finalizing the 
Technical Brief. 

Data were abstracted by one reviewer and checked by an experienced content expert to 
confirm accuracy of data collected for all included studies. Data were collected regarding: 

• Publication type and country of publication 
• Study participant characteristics, including cancer type and proportion of CCS 
• Guiding Question addressed 
• Disparity category and description 
• Barrier category and description 
• Outcome(s) assessed and type of analysis 
• Proposed or evaluated strategy and description 
• Study design and expected date of completion for ongoing studies 
• Survivorship care domain (e.g., survivorship care service, care plan, model of care) 

The outcomes of interest were categorized representing the following domains: 
• Survivorship care domain (utilization of survivorship care services, care plans, or models 

of care) 
• Biomedical domain (intermediate health outcomes and adverse events; clinical or 

physical late effects and morbidity; mortality) 
• Psychosocial (psychological; educational attainment/employment; substance use) 
• Health services/economics (primary care, specialty care, or other care utilization; quality 

of life, satisfaction with care; financial hardship, costs, resource utilization) 
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Findings 
The brief was directed by five guiding questions, which documented and outlined our 

findings of key informant input, grey literature resources, and published and unpublished 
research. Figure 1 displays the number of studies included and excluded at each stage of the 
evidence review process for all guiding questions.  

Figure 1. Study flow diagram 

 
 
Appendix B lists excluded studies and reasons for exclusion. A large number of publications 

was retained as background. While not meeting inclusion criteria, the publications were cited in 
the introduction and discussion and/or were retained for reference-mining to identify additional 
studies where appropriate. A total of 88 citations from 127 publications were included to frame 
the findings of this technical brief.10-136 Appendix D provides evidence tables for each guiding 
question. 

Figure 2 depicts the number of studies included by outcome domain and guiding question. A 
large number of studies addressed barriers to care (N = 33), followed by disparities in care (N = 
26) and evaluated strategies (N = 23). Discussed less frequently were proposed strategies (N = 
15) and future research directions (N = 7). Because an individual study could have addressed 
multiple outcomes of interest, the total indicated in the figure does not sum to the total number of 
included studies. 
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Figure 2. Studies by Outcome Domain and Guiding Question 

 
Note: N = 88 studies; each individual study could have addressed multiple outcome domains and guiding questions 

Notably, most studies examined multiple outcome domains and more than one guiding 
question. The most frequently studied were survivorship care (N = 84) and health services and 
economic (N = 58) outcome domains; less frequently examined were psychosocial (N = 22) and 
biomedical (N = 14) outcome domains. Among the studies that examined survivorship, health 
services and economic, and psychosocial outcome domains, barriers to care (guiding question 2) 
were most frequently studied, followed by disparities in care (guiding question 1).  

The following describes the results for the five guiding questions. 
 

Guiding Question 1. What are the disparities in survivorship care for 
pediatric cancer survivors? 

Key informants provided insight and detail regarding disparities faced by CCS concerning 
their survivorship care. Appendix C details the discussion with the key informants. The primary 
themes of disparities faced by CCS included issues related to racial/ethnic and sexual/gender 
minorities, underserved minorities or groups (urban vs. rural/non-metropolitan), and those 
burdened by a complex and multifactorial interplay of social determinants of health, such as 
socioeconomic hardship (income, medical bills, debt), lower educational attainment, detrimental 
employment factors (status, benefits – paid time off, sick leave), and inadequate insurance 
coverage (under/uninsured, type of insurance, churns/transitions in insurance coverage). 

We identified 27 studies reporting on disparities in survivorship care. The literature is 
documented in the table below. 

Table 2. Research on Disparities in CCS Care 
Disparity 
Category 

Number of studies 
Identified studies 

Race or 
Ethnicity 

N = 12 
Barakat, 201217; Berkman, 201920; Casillas, 201027; Casillas, 201128; Crom, 200738; Daly, 201939; 
Landier, 201584; May, 201792; Milam, 201598; Oeffinger, 2004106; Ojha, 2014108; Zheng, 2016136 

Biological Sex N = 12 
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Barakat, 201217; Crom, 200738; de Fine Licht, 201741; Holmes, 198660; McBride, 201193; McClellan, 
201594; Michel, 201197; Milam, 201598; Nathan, 2016102; Oeffinger, 2004106; Ojha, 2014108; van Laar, 
2013130 

Insurance 
Coverage 

N = 12 
Barakat, 201217; Berkman, 201920; Crom, 200738; Daly, 201939; Li, 197686; May, 201792; Milam, 
201598; Oeffinger, 2004106; Ojha, 2014108; Szalda, 2016126; Welch, 2017132; Zheng, 2016136 

Socioeconomic 
Status 

N = 7 
Crom, 200738; Johnson, 200467; McBride, 201193; Mendoza, 201895; ;Milam, 201598; Nathan, 2016102; 
Oeffinger, 2004106 

Underserved or 
Rural 

N = 8 
Barakat, 201217; Crom, 200738; Daly, 201939; McBride, 201193; Michel, 201197; Nathan, 2016102; 
Oeffinger, 2004106; Sutradhar, 2015124 

Educational 
Attainment 

N = 6 
Johnson, 200467; Landier, 201584; Li, 197686; Michel, 201197; Milam, 201598; Oeffinger, 2004106 

Employment 
Status 

N = 2 
Crom, 200738; Oeffinger, 2004106 

Other N = 11 
Crom, 200738; de Fine Licht, 201741; Kazak, 199973; Landier, 201584; Michel, 201197; Milam, 201598; 
Oeffinger, 2004106; Reppucci, 2017113; Sutradhar, 2015124; vanLaar, 2013130; Welch, 2017132 

 
Overall, the most commonly cited disparities were among racial or ethnic minorities, 

biological sex, and insurance coverage (N = 12, respectively). The least cited disparities were by 
educational attainment (N = 6) and employment status (N = 2). The other category of disparities 
predominantly captured current age at study and marital status, among other variables. 

Figure 3 depicts the relationship between assessed disparities and outcome domains in the 
included studies. Within types of disparities, the evidence showed that the more frequently 
studied disparities tied to the survivorship care outcome domain were among racial or ethnic 
minorities and insurance coverage (bolded arrows signifying ≥ 10 studies). The next most 
commonly examined type of disparities in the survivorship care outcome domain outcome was 
among biological sex, socioeconomic status, underserved or rural, educational attainment, or 
other types of disparities (the solid lines represent 5-9 studies). 
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Figure 3. Disparities in Care Mapped to Outcome Domains 

 
 
The second most documented evidence of a disparity was among outcomes in the health 

services and economic domain. Race or ethnicity, biological sex, insurance coverage, and other 
types of disparities were most frequently documented in the literature. Outcomes in the 
biomedical and psychosocial domains were less frequently cited (displayed by the dashed arrows 
in Figure 3 indicating 1 to 4 studies). Only five studies provided evidence of a significant 
disparity in either biomedical or psychosocial outcomes caused by one of the eight disparity 
types. Disparities examined by gender minorities, assessed by how someone identifies or 
expresses themselves, were not examined in any included studies; however, biological sex was 
frequently examined as a group that experiences disparities. 

 

Guiding Question 2. What are the barriers to survivorship care for pediatric 
cancer survivors who experience disparities? 

Key informants also discussed barriers to survivorship care faced by CCS. Key informants 
conveyed that barriers experienced by the patient and, by extension, their caregiver or family and 
community included a lack of knowledge or knowledge gaps in the need for life-long 
survivorship care; the inability to prioritize survivorship care in the midst of other life needs, a 
lack of adequate financial or employment resources (e.g., money for copayments or coinsurance, 
time off work, childcare); a patient’s dependence or independence in decision-making; the 
presence of cultural, language, and literacy difficulties; and a mistrust in providers and the 
medical community, in general. 

The primary themes of barriers impacting survivorship care that ultimately lead to disparities 
can be organized by levels of care delivery (patient; caregiver, family, or community; provider; 
health system; and payer). Our literature searches identified 33 studies that assessed barriers to 
care in CCS. Table 3 stratified the identified studies by barrier level.  
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Table 3. Research on Barriers to Pediatric Cancer Survivorship Care 
Barrier Level Number of studies 

Identified studies 

Patient N = 27 
Ahn, 201710; Berg, 201619; Berkman, 201920; Casillas, 201027; Casillas, 201128; Crom, 200738; 
Eshelman-Kent, 201152; Gardner, 201455; Holmes, 198660; Iwai, 201764; Jereb, 200066; Keats, 
201974; Knighting, 202079 
Kuhlthau, 201681; Li, 197686; Maeda, 201088; McClellan, 201594; Michel, 201197; Milam, 201598; 
Novakovic, 1997105; Oeffinger, 2004106; Quillen, 2017111; Rosenberg-Yunger, 2013116; Sadak, 
2012117; Szalda, 2016126; vanLaar, 2013130; Warner, 2014131 

Caregiver, 
Family, or 
Community 

N = 6 
Ahn, 201710; Casillas, 201027; Jereb, 200066; Keats, 201974; Milam, 201598 
Oeffinger, 2004106 

Provider N = 10 
Casillas, 201128; de Moor, 200742; Eshelman-Kent, 201152; Iyer, 201765; Jereb, 200066; Keats, 
201974; Li, 197686; McClellan, 201594; Oeffinger, 2004106; Warner, 2014131 

Health System N = 7 
de Moor, 200742; Eshelman-Kent, 201152; Mendoza, 201895; Oeffinger, 2004106 
Sadak, 2019118; Sherman, 2004121; Warner, 2014131 

Payer N = 3 
Hays, 199258; Oeffinger, 2004106; Sadak, 2012117 

 
The most frequently cited barrier was at the level of the patient (N = 27), followed by 

healthcare providers (N = 10). Displayed in Figure 4 are the most significant of these barriers to 
CCS’ survivorship care, such as knowledge of the need for life-long survivorship care (N = 14), 
lack of adequate financial or employment resources (N = 14), and trust in providers or the 
medical community (N = 12). These were also the most frequently cited barriers to impact the 
survivorship care domain outcome. The barriers to care that impacted the health services and 
economic domain most frequently included knowledge of the need for life-long survivorship 
care, lack of adequate financial or employment resources, and trust in providers or medical 
community. The biomedical and psychosocial outcome domains were less frequently reported as 
being impacted by patient or caregiver, family, or community barriers to care. 
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Figure 4. Patient, Caregiver, Family, and Community Barriers to Survivorship Care Connection to 
Outcomes by Domain 

 
 
Furthermore, at the provider, health system, and payer levels, barriers identified by our key 

informants included lack of adequate resources to deliver needed care; potential geographic 
obstacles and related lack of availability of specialized services; a difficulty or lack transitioning 
a CCS from pediatric to adult care; the lack of insurance coverage or reimbursement for complex 
services provided; and a lack of knowledge or comfort regarding follow-up care guidelines 
and/or recommended care; and lack of adequate in-network providers and specialists required to 
address long term health outcomes. Key informants specifically discussed that payers may not be 
aware of follow-up care guidelines and/or recommended care for CCS, and this could lead to the 
barriers to accessing survivorship care. 

The identified research literature mirrored the key informants’ discussion regarding provider, 
health system, and payer level barriers to care (N = 15; see Figure 5 below).  
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Figure 5. Provider, Health System, and Payer Barriers to Survivorship Care Connection to 
Outcomes by Domain 

 
 

The most frequently cited barrier to survivorship care for CCS were at the provider (N = 10) 
and health system (N = 7) levels. The barrier types that were frequently cited as impacting the 
survivorship care outcome domain included lack of adequate resources to deliver needed care 
and lack of knowledge or comfort in the ability to provide needed care. 
 

Guiding Question 3. What are proposed strategies for addressing those 
barriers? 

Proposed strategies to address barriers to survivorship care were also discussed with key 
informants. The primary themes identified regarding proposed strategies included improving 
dissemination and education of long-term follow-up guidelines to primary care providers and 
payers; combining forces with fellow advocacy groups that focus on chronic lifelong conditions 
that span from pediatrics to adulthood (e.g., diabetes) to increase awareness and resources for 
CCS; designing a risk-stratification tool for long-term follow-up surveillance (including 
prioritization and preference of follow-up provider); and instituting health policy changes that 
support providers via adequate education and reimbursement. 

Through discussion with the key informants and the grey literature searches, we identified a 
total of fifteen proposed strategies endorsed by different types of organizations and entities with 
an interest in CCS (see Table 4). All organizations acknowledged disparities regarding pediatric 
cancer survivorship care but the level of detail and specific recommendations regarding how to 
alleviate barriers experienced by CCS varied. In 1996, the International Society of Paediatric 
Oncology suggested that initiatives not only focus on clinical care, but also on educating the 
public, informing policy change, and educating CCS about future concerns (such as financial or 
social issues as a result of their cancer diagnosis and treatment).91 And, in 2003, the National 
Cancer Policy Board of what is now the National Academies of Sciences, Engineering, and 
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Medicine proposed a comprehensive policy agenda to improve health care delivery, invested in 
education and training, and expanded research to improve the long-term outlook for CCS.62 
However many of the aims of these proposed strategies still remain as gaps today. 

Table 4. Guiding Question 3: Proposed Strategies 
ID Country Multiple 

cancer 
origin 

CCS 
proportion 

Guideline Title 
Description 

Masera, 199691 
International Society 
of Paediatric 
Oncology 

Multiple 
countries 

Multiple 
cancer 
origin 

NR SlOP Working Committee on Psychosocial Issues in 
Pediatric Oncology: Guidelines for Care of Long-Term 
Survivors 
Establish a specialty clinic oriented to the preventive 
medical and psychosocial care of long-term survivors 
which includes public education and advocacy 

National Cancer 
Policy Board, 200362 

USA Multiple 
cancer 
origin 

100% Childhood Cancer Survivorship: Improving Care and 
Quality of Life 
Comprehensive policy agenda that links improved health 
care delivery, investments in education and training, and 
expanded research to improve the long-term outlook for 
survivors of childhood cancer 

Skinner, 2005122 
United Kingdom 
Children’s Cancer 
Study Group: Late 
Effects 
Subcommittee 

UK Multiple 
cancer 
origin 

NR Therapy based long term follow up: practice 
statement: United Kingdom Children’s Cancer Study 
Group (Late Effects Group) 
Exposure-based clinical practice guidelines for pediatric 
cancer survivors 

Children’s Oncology 
Group Nursing 
Discipline, 200733 

USA Multiple 
cancer 
origin 

100% Establishing and Enhancing Services for Childhood 
Cancer Survivors: long-term follow-up program 
resource guide 
Healthcare organizations and providers should deliver care 
and alleviate barriers to survivorship care for pediatric 
survivors 

American Academy 
of Pediatrics, 200912 

USA Multiple 
cancer 
origin 

100% Long-term follow-up care for pediatric cancer 
survivors 
Follow up care for pediatric cancer survivors concerning 
detecting serious late effects and promoting healthy 
lifestyles 

Late Effects 
Taskforce of the 
Dutch Childhood 
Oncology Group, 
201085 

Multiple 
countries 

Multiple 
cancer 
origin 

NR Guidelines for follow-up after childhood cancer more 
than 5 years after diagnosis 
Exposure-based clinical practice guidelines for pediatric 
cancer survivors 

Majhail, 201289 
American Society of 
Transplantation and 
Cellular Therapy 

USA Multiple 
cancer 
origin 

NR Recommended Screening and Preventive Practices for 
Long-Term Survivors after Hematopoietic Cell 
Transplantation 
Transplant recipients should be provided a survivorship 
care plan that includes a treatment summary and follow-up 
care plan 

American Academy 
of Pediatrics, 201413 

USA Multiple 
cancer 
origin 

NR Policy Statement: Standards for Pediatric Cancer 
Centers 
Strategies for helping survivors transition to primary care 
with emphasis on pediatric cancer centers 

Esherich, 201750 
Working Group on 
Adolescents, Young 
Adults, and 
Transition 
(Arbeitsgemeinschaft 
Adoleszenten, junge 

Germany Multiple 
cancer 
origin 

NR Building a National Framework for Adolescent and 
Young Adult Hematology and Oncology and Transition 
from Pediatric to Adult Care: Report of the Inaugural 
Meeting of the Working Group of the German Society 
for Pediatric Oncology and Hematology 
Establish a solid infrastructure for transition nationwide so 
that transition in care can start during adolescence 
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Erwachsene, 
Transition) 
Children’s Oncology 
Group, 201834 

USA Multiple 
cancer 
origin 

NR Long-Term Follow-Up Guidelines for Survivors of 
Childhood, Adolescent, and Young Adult Cancers 
Exposure-based clinical practice guidelines for pediatric 
cancer survivors 

American Society of 
Clinical Oncology, 
202016 

USA Multiple 
cancer 
origin 

NR ASCO in Action Brief: ASCO’s Survivorship Initiatives 
Encourage transitions in care for patients ages 15 to 39 to 
an adult-focused care team 

American Society of 
Pediatric 
Hematology and 
Oncology, 2020127 
Alliance for 
Childhood Cancer 

USA Multiple 
cancer 
origin 

NR ASPHO Joins the Alliance for Childhood Cancer's 
FY21 NIH, NCI, and STAR Act Appropriations Requests 
to House March 2020 
Enhanced funding and support of issues impacting 
pediatric cancer survivors, including the Childhood Cancer 
STAR Act and the Childhood Cancer Data Initiative 

Denlinger, 202044 
National 
Comprehensive 
Cancer Network 

USA Multiple 
cancer 
origin 

NR National Comprehensive Cancer Network Clinical 
Practice Guidelines in Oncology: Survivorship 
Clinical practice guidelines for cancer survivors, including 
focus on screening for cardiovascular, psychosocial, and 
chronic pain late effects and receipt of immunizations to 
prevent infections for pediatric survivors  

International 
Guideline 
Harmonization 
Group, 202063 

USA Multiple 
cancer 
origin 

100% Long-term follow-up guidelines 
Surveillance recommendations regarding what 
surveillance modalities should be used, at what frequency 
surveillance should be performed, and what interventions 
are available if abnormalities are found 

Klipstein, 202077 
American Academy 
of Pediatrics 

USA Multiple 
cancer 
origin 

100% Fertility Preservation for Pediatric and Adolescent 
Patients With Cancer: Medical and Ethical 
Considerations  
Clinical practice guidelines concerning strategies to 
preserve fertility in male and female survivors of childhood 
cancer 

 
The Children’s Oncology Group (COG), the United Kingdom Children’s Cancer Study 

Group: Late Effects Subcommittee, and the Late Effects of Childhood Cancer task force of the 
Dutch Childhood Oncology Group all endorse exposure-based clinical practice guidelines 
targeting CCS for the surveillance, prevention, management, and treatment of late effects.34, 85, 122 
Furthermore, the International Guideline Harmonization Group (IGHG) is working to bring 
together international experts to develop consistent, effective, and efficient recommendations for 
CCS.63 The American Academy of Pediatrics (AAP), American Society for Clinical Oncology 
(ASCO), and National Comprehensive Cancer Network (NCCN) have endorsed specific 
strategies to minimize the burden of disparities and alleviate barriers to care for CCS.12, 16, 44, 77  

More recently, organizations such as AAP, ASCO, the Working Group on Adolescents, 
Young Adults, and Transition (Arbeitsgemeinschaft Adoleszenten, junge Erwachsene, 
Transition) in Germany, the American Society for Transplantation and Cellular Therapy and the 
COG Nursing Discipline have endorsed specific strategies to deliver care to CCS, including the 
use of a survivorship care plan and transition clinics to assist CCS’ and their families with 
transitioning from pediatric to adult care settings.13, 16, 33, 50 In 2020, the Alliance for Childhood 
Cancer, which included the American Society of Pediatric Hematology and Oncology (ASPHO), 
among other organizations, raised awareness of the need to enhanced funding and support of 
issues impacting CCS. Specifically, the Alliance advocated for the passage of the Childhood 
Cancer STAR Act and the support of the Childhood Cancer Data Initiative.127 
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Guiding Question 4. What published and unpublished studies have 
assessed these strategies? 

Key informants were also asked about published studies that have assessed strategies to 
decrease or alleviate disparities and barriers to survivorship care. It was evident from the 
discussion that content experts thought there is only very limited information in the research 
literature (published or unpublished) that have assessed strategies to overcome barriers to 
pediatric cancer survivorship care. The key informants also mentioned that older research does 
not necessarily reflect the contemporary US or CCS populations and thus has limited 
applicability or relevance now. Key informants proposed reasoning for why strategies have not 
been assessed, including lack of data, the heterogeneous nature of CCS, and difficulties obtaining 
funding and support to study these strategies. 

Our searches identified 23 studies reporting an evaluation of a strategy to alleviate disparities 
and barriers to pediatric cancer survivorship care (see Table 5). The strategies were categorized 
by survivorship care domain, which included specific survivorship care services (N = 8), 
establishing survivorship care plans (N = 9), implementing models of care (N = 7), and other, 
unique approaches (N = 5). 

Table 5. Research on Evaluated Strategies to Overcome Disparities and Barriers to Pediatric 
Cancer Survivorship Care 

Survivorship 
Care Domain 

Number of studies 
Identified studies 

Survivorship 
care service 

N = 8 
Casillas, 201930; Casillas, 202031; Casillas, 201726; Costello, 201736; Devine, 202045; Oeffinger, 
2019107; Santacroce, 201068; Schwartz, 2019119 

Survivorship 
care plan 

N = 9 
Bashore, 201618; Blaauwbroek, 201222; Casillas, 201930; Iyer, 201765; Kadan-Lottick, 201870; 
Kunin-Batson, 201682; Landier, 201584; Santacroce, 201068; Williamson, 2014133 

Model of care N = 7 
Bashore, 201618; Costello, 201736; Ducassou, 201747; Eilertsen, 200448; Iyer, 201765; Reynolds, 
2019114; Williamson, 2014133 

Other N = 5 
Crom, 200738; de Moor, 201143; Ford, 201353; Rose-Felker, 2019115; Schwartz, 2018120 

 
All identified studies are documented in detail in Appendix D. Observational studies made up 

the majority of identified studies (N = 13), more than half of which evaluated model of care 
interventions, and three of those models of care interventions were combined with a survivorship 
care plan. Less frequently evaluated in the observational studies were specific survivorship care 
services (N = 2). The most frequent target in the observational studies were patients (N = 8), 
followed by providers (N = 3), patients and providers (N = 1), and patients and family (N = 1). 
Educational interventions were most often utilized for the patient-focused studies (N = 6). 
Patient-targeted interventions increasing access to care (N = 3) and giving the patient the tools 
for empowerment (N = 2) were less often evaluated. Less frequently targeted were providers (N 
= 2), of which, both provided an educational intervention and one study provided access to care. 

Among the experimental studies (N = 10), most used a randomized controlled trial design (N 
= 7) examining the intervention impact on survivorship care services (N = 6). Four of the 
experimental studies evaluated survivorship care plans and one a model of care. Most of the 
experimental studies evaluated patient-focused educational interventions (N = 7). The remaining 
experimental studies used patient-focused psychosocial interventions (N = 1), patient and family 
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educational interventions (N = 1), patient access to care (N = 1), and patient and provider access 
to care (N = 1). Figure 6 depicts the available literature.  

Figure 6. Study Design, Care Domain, and Primary Target of Evaluated Strategies 

 
 
Almost all of the evaluated strategies (N = 21) have been published in the last ten years. With 

the exception of the studies targeting providers (N = 2), all of the evaluated strategies have been 
examined using cohorts of patients diagnosed with a variety of pediatric malignancies (N = 21). 
The majority of evaluated strategies assessed survivorship care as a primary or secondary 
outcome of interest (N = 20). Other outcome domains less frequently cited included: health 
services and economics (N = 10) and biomedical and psychosocial domains (N = 3, 
respectively). 

Among the experimental studies, four studies evaluated strategies that used technological-
based interventions, all of which involved the patient and one involving both the patient and 
family. An evaluation of a web-based informational intervention reported no improvement in 
cancer-related knowledge or anxiety surrounding health beliefs.82 Utilization of the website was 
low among the CCS randomized to the web-based intervention; however, among those who did 
visit the website, the most visited page was regarding treatment summaries and links to external 
sites for health-related resources. CCS reported satisfaction, benefits, and ease of use regarding 
self-management of their health and use of survivorship care plan as a result of a text messaging 
pilot.119 In another text messaging intervention, CCS reported improved survivorship care 
knowledge, health care self-efficacy, and increased positive attitudes towards survivorship 
care.30 Finally, in an intervention using a photonovela among Hispanic/Latino CCS, Cassillas et 
al. saw an improvement in confidence related to survivorship care, small-to-medium effect on 
cancer stigma among family members, and improved knowledge of survivorship care among 
family members.31 

In a recent study, a self-management and peer mentoring intervention was conducted among 
CCS and their fellow survivor mentors.45 A significant positive relationship was found regarding 
transition readiness using multiple measures, a positive association with grit, and negatively 
associated with barriers to survivorship care in this study. An evaluation of an educational 
intervention targeting CCS who attend a survivorship clinic, one year follow-up of female 
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survivors reported higher knowledge than male survivors.38 In a sample of female CCSS 
participants, motivational interviewing focused on improving the use of screening 
mammography.107 After one year of follow-up, participants reported an increase in screening 
mammography, particularly among those ages 25 to 39 (compared to those 40-49).107 

Three experimental studies focused on shared care models of survivorship care. One 
examined the effect of shared care between an oncologist and primary care provider and found 
that those who used the shared care model experienced an improvement in CCS adherence to 
survivorship care.47 However, empowering CCS with the distribution of a survivorship care plan 
and implementation by primary care providers, in comparison to a traditional approach to 
survivorship care using a survivorship clinic model, resulted in lower adherence to guideline-
recommended care and identification of late effects.70 Finally, a phone-based coping skills 
training that also discussed plans for surveillance among CCS (primary target) and their parents’ 
(secondary target) found that outcomes improved including post-traumatic growth; however, 
among those that were in the comparison group, outcomes remained the same or decreased.68 

Within the observational studies, four studies evaluated technology-based interventions 
involving the patient and one involving both the patient and provider. One study found that text 
messaging was an acceptable way to communicate with CCS regarding both reminders about 
upcoming survivorship care needs and tailored suggestions for resources available in the 
community.26 Notably, survivors felt that communicating via text message could help alleviate 
barriers to care, enhance self-management, and assist CCS in reaching their health goals. Similar 
sentiments from patients were found in a study using telemedicine to facilitate transition of 
survivorship care from pediatric oncologists to adult primary care providers.36 This service 
improved patient knowledge of survivorship care needs and overall satisfaction; the only 
negative comments addressed difficulties with the equipment. The remaining two studies 
evaluated a web-based platform. In one study, SurvivorLink provided a personal health record 
that was securely stored and electronically shared with the patients’ providers.133 The strongest 
predictor of registering and using the platform was having attended a survivorship clinic. 
Providing both an electronic and paper-based survivorship care plan that could be shared 
electronically with providers showed that most survivors and providers found the website user-
friendly and the care plan availability helpful.22 The majority of survivors reported that their 
knowledge of late effects had improved and they had become more aware of how survivorship 
care can be beneficial. Additionally, one study encouraged CCS to quit smoking using electronic 
and print materials and found that encouragement by CCS’ oncologist or regular doctor resulted 
in an increase in the number of cessation attempts.43 

Two evaluated strategies used educational approaches in an effort to improve outcomes in 
the survivorship care domain. One assessed the usefulness of a workbook to assist CCS in 
transition readiness and reported that the most helpful sections of the workbook were 
information regarding medical history, provider information, and insurance.18 Following 
completion of the workbook, transition readiness improved and more CCS were ready to make 
the transition in to adult care. A risk-based education intervention among CCS already engaged 
in a survivorship clinic found an increase in awareness of personal health risk in CCS after three 
sessions.84 

Three studies evaluated collaboration- or location-based strategies to improve survivorship 
care. One reported that collaboration among CCS, family members, and health professionals in 
the family’s home community is beneficial and valuable for survivorship care adherence.48 A 
second reported a higher compliance rate with COG-recommended guidelines in cancer-center 
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based facilities compared to primary care or community-based facilities.114 However, the third 
study found no significant differences in CCS knowledge regarding their cancer diagnosis or 
potential risk for future health problems (including psychosocial or emotional struggles) among 
those who attended specialized survivorship clinics when compared to those seen in a non-
specialized clinic.53 

Three studies evaluated the effect of an intervention addressing healthcare providers. One 
followed up on survivorship care plans that had been mailed to CCS’s primary care providers 
that the most significant barrier to providing survivorship care was the provider’s lack of 
knowledge and level of comfort.65 After completing an educational intervention, pediatric 
cardiologists’ reported increased knowledge of CCS’ needs for surveillance, risk due to 
treatment received, potential cardiac dysfunction as time since treatment increases, 
cardioprotective methods, use of a web-based risk-assessment tool to estimate risk in CCS 
experiencing heart failure before the age of forty, and that African American CCS are at 
particular increased risk of late effects impacting their cardiovascular health.115 Lastly, residents’ 
knowledge, skills, and attitudes towards cancer survivorship were examined before and after 
receiving CCS-focused curriculum.120 Residents’ knowledge, skills, and comfort discussing 
topics related to survivorship care improved.120 

 

Guiding Question 5. What are future directions for research in addressing 
barriers to survivorship care for pediatric cancer survivors? 

All key informant discussions concluded with dialogue surrounding future directions for 
research to address barriers and disparities to survivorship care among CCS. The primary themes 
for future directions for research included:  

• developing patient and family-endorsed measures of social determinants of health that are 
amenable to intervention  

• use of technology and advanced analytic methods to predict and automate risk 
stratification (low-, intermediate-, or high-risk) for CCS during and after their treatment 
in order to facilitate transitions and long-term access to care and support  

• identifying where effective patient and provider relationships can be emphasized, 
including identification of care teams and formalized planning for transitions of care 

• creating a data commons for data sharing and promoting interoperability; and,  
• increasing awareness among funders that pediatric cancer survivorship research is 

essential, needs financial support, and would benefit from the removal of barriers to 
submitting grant applications (e.g., exclusion of CCS in funding opportunity 
announcement and requests for applications). 

Our literature searches identified seven ongoing studies assessing strategies that targeted 
reducing disparities and barriers to survivorship care for CCS (see Table 6). Studies addressing 
Guiding Question 5 addressed survivorship care service (N = 4), survivorship care plan (N = 4), 
models of care (N = 1), and other (N = 1). 

Table 6. Ongoing Studies to Assess Strategies Targeting Reducing Disparities and Barriers 
Survivorship 
Care Domain 

Number of studies 
Identified studies 

Survivorship 
care service 

N = 4 
Chow, 202035; Devine, 201946; Escoffery, 201951; Marchak, 202090 
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Survivorship 
care plan 

N = 4 
Devine, 201946; Escoffery, 201951; Hill-Kayser, 202059; Marchak, 202090 

Model of care N = 1 
McClellan, 201594 

Other N = 1 
Daniel, 201540 

 
Almost all of the ongoing studies are experimental (N = 6) and one is observational. 

Survivorship care services and care plans (N = 4, respectively) are the most frequently addressed 
domain of care, with the primary target most often being the patient (N = 5) or patient and 
provider together (N = 2). Similar to Guiding Question 4, ongoing studies evaluate 
predominantly patient education approaches (N = 4), followed by the patient being given tools 
for empowerment (N = 2). Providers were only cited as one of the primary targets of an 
intervention when coupled with a patient intervention (N = 2), and no ongoing studies were 
identified that focus their interventions on family members, health systems, or payers.  

Figure 7 depicts the identified studies. 

Figure 7. Study Design, Care Domain, and Primary Target of Ongoing Studies Assessing 
Strategies 

 
 
Currently, three studies are underway and planned to be completed in 2022 and 2023.35, 51, 90 

Two evaluate a patient-targeted education intervention, one with and one without a survivorship 
care plan, both of which focus on survivorship care service as an outcome.35, 90 One study uses a 
web-based, patient-controlled personalized health record (SurvivorLink) to evaluate survivorship 
care services.51 Two studies will be complete by the end of 2020 and are pending publication of 
their results, both of which use an online survivorship care plan in their intervention.46, 59 One of 
these studies examines the feasibility and acceptability of an online survivorship care plan for 
adult CCS.59 The other study empowers patients through an online self-management skills and 
peer mentoring intervention to remove barriers to survivorship care.46 

Two of the seven ongoing studies have yet to report their findings and have passed their 
expected completion date.40, 94 One of these studies examines a model of care by providing 
transition support from oncology to adult primary care by a nurse navigator in combination with 
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follow-up care with a primary care provider who is knowledgeable about late effects for CCS.94 
The other pending study is focused on skin examination using a dual-approach of providing 
education to the patient and provider and tools for empowerment to the provider.40 More detail is 
documented in Appendix D. 
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Summary and Implications 
This review of the literature, in conjunction with feedback from key informants and grey 

literature sources documents disparities, barriers, and strategies to overcome potential barriers to 
care among CCS. Notably, key informants provided insight into disparities and barriers 
experienced by CCS which were consistently documented in the literature. 

What are the disparities in survivorship care for pediatric 
cancer survivors? 

As of July 2020, a total of 27 studies investigated disparities in survivorship care for pediatric 
cancer survivors. Disparities by race or ethnicity and insurance were most frequently addressed. 
Disparities by biological sex, socioeconomic status, underserved or rural populations, 
educational attainment, and employment status were less frequently documented in the literature. 
The survivorship care and health services and economic domains were more commonly studied 
in relation to disparities for CCS; however, biomedical and psychosocial outcome domains were 
less frequently studied with disparities. The literature documents that pediatric cancer survivors 
are experiencing disparities in survivorship care. These survivors are likely at higher risk of poor 
long-term health outcomes, psychosocial distress, lower social and work productivity, and early 
mortality compared to other survivors. 

What are the barriers to survivorship care for pediatric 
cancer survivors who experience disparities? 

A total of 33 studies were identified that have assessed specific barriers that lead to 
disparities in receipt of survivorship care, and many studies overlapped in describing disparities 
and barriers. Barriers can be organized at the level of the patient; caregiver, family member, or 
community; at the level of the provider; at the level of the health system; and at the level of the 
payer. Barriers at the level of the patient have been the primary source of evidence thus far. 
However, many of the types of barriers faced by patients are not by any fault of their own. For 
example, CCS may not recall (or have never been told about) their need for life-long 
survivorship care – and in fact, this was one of the largest barriers to survivorship care identified 
through our reviews. Furthermore, lack of adequate financial or employment resources and 
struggles with placing trust in providers or the medical community is associated with the 
survivorship care outcome domains and the health services and economic outcome domain. 

Barriers to care at the provider and health system levels are also associated with CCS ability 
to improve outcomes related to survivorship care, biomedical, psychosocial, and health services 
and economic domains. Most significant are barriers at the level of the provider. Lack of 
adequate resources needed to deliver care and lack of knowledge or comfort in their ability to 
provide needed care were noted – both of which significantly act as barriers to survivorship care. 

What are proposed strategies for addressing those barriers? 
Along with the results from the published studies that have identified barriers and disparities, 

the need for strategies aimed at addressing these barriers are frequently acknowledged. We found 
a total of 15 organizations that acknowledged disparities regarding pediatric cancer survivorship 
care. However, specific recommendations regarding how to alleviate barriers experienced by 
CCS are limited. Although additional data and research are clearly needed, initial strategies 
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based on the current literature include: increasing access to care, improving health insurance 
enrollment and coverage, enhancing continuity of care, knowledge of the need for survivorship 
care (at CCS, family, health system, primary care provider, and payer levels), knowledge of 
long-term follow-up guidelines [at CCS, parent, and provider (especially primary care provider) 
level], and implementation of risk-stratified care. Notably, while disparities are increasingly 
recognized in the pediatric survivorship field, practitioners may be at a loss for how to mitigate 
disparities or they may feel that the resources of an individual provider may not be sufficient to 
address the problem. This underscores the importance of working in collaboration with 
professional organizations and entities who have endorsed strategies to address disparities and 
barriers to pediatric survivorship care. 

What published and unpublished studies have assessed 
these strategies? 

We only found 23 published studies evaluating the effectiveness of strategies to reduce 
barriers and disparities to pediatric survivorship care. While these published studies exist, results 
have primarily focused on barriers at the patient level, without many assessing overcoming 
barriers at the provider, health care system, payer, or family/caregiver/community levels. Until 
we have a better understanding of what will be effective in overcoming barriers to survivorship 
care at all levels impact CCS outcomes, disparities may persist. 

What are future directions for research in addressing barriers 
to survivorship care for pediatric cancer survivors? 

Seven ongoing studies were identified that included directions for future research in 
addressing barriers to survivorship care for pediatric cancer survivors. An imbalance was 
observed between the studies identifying disparities and barriers and studies aimed at 
overcoming these barriers and lessening disparities. Currently, it is possible for researchers to 
utilize existing cohorts to compare survivorship care across health systems, examine the use of 
alternative methods of care delivery and reimbursement models (e.g., virtual or telehealth 
services), etc.; but, as our key informants discussed, it is difficult to find funding to support this 
work. However, after the passage of the Childhood Cancer STAR Act, it is now possible to 
envision more innovative approaches such as those recommended by our key informants 
including the creation and shared utilization of a large data commons (possibly via the Childhood 
Cancer Data Initiative), use of advanced analytic techniques to identify patients and notify 
providers of surveillance needed automatically through the electronic medical record, and many 
other opportunities – but a missing link is funding to adequately support this work and an 
effective environment that is supportive of CCS research. And, now more than ever, it is possible 
to support this vital work after the passage of the Childhood Cancer STAR Act which provides 
dedicated funding to support research targeting pediatric cancer survivorship care. 
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Next Steps 
Based on the research findings above and implications, we have outlined what should be 

done to resolve disparities and barriers impacting childhood cancer survivorship care in the 
future using a PICOS (population, intervention, comparator, outcomes, and study design) 
framework. 

Population 
The majority of published pediatric cancer survivorship research comes from the CCSS, a 

large cohort of survivors of pediatric cancer. While the CCSS is a robust survivorship cohort and 
has been instrumental in the identifying the needs of pediatric cancer survivors, its 
generalizability to the overall population of CCS, including underrepresented groups, and those 
treated with more modern therapies is limited. More specifically, the CCSS has had historically 
low representation of racial or ethnic minorities, and low representation of a variety of health 
care delivery systems for survivorship care. 

Survivorship care is impacted by various social determinants of health (e.g., racial/ethnic 
minority status, socioeconomic status, rural and underserved populations, insurance status/type, 
sexual/gender minorities, and education level), and interplays between barriers at the patient, 
family, provider, health system, and payer levels. As a result, diverse samples of survivors are 
needed to gain more insight into barriers experienced by populations that experience health 
disparities and considerable thought and support should be aimed at funding creative ways to 
overcome these barriers, given the fragmented nature of the US health care system. 

Another issue among published research is that it is largely clinic or hospital-based and/or 
comprised of convenience samples. These data largely represent CCS who are already or 
partially engaged in the health care system. Identification of cohorts via a cancer registry 
represent one strategy for recruiting samples that are more representative (e.g., population-
based), with greater numbers of participants who are under-represented in the current literature 
(e.g., ethnic/racial minorities, rural populations, those not in follow-up care). Other strategies for 
representative cohort recruitment include the use of social media or networks of non-profit 
organizations that provide support for CCS. Our key informants also stressed that survival from 
primary cancer treatment is also closely associated with many of the same issues pertaining to 
social determinants of health (although during cancer treatment, there is more support for 
patients and families). Thus, the study of survivors of pediatric cancer has already selected a 
biased sample for patients with more favorable social determinants. It is not until we address 
disparities at the primary cancer treatment level, does the picture of how to alleviate disparities 
and barriers to survivorship care become complete. 

Parent, families, caregivers, and local community members are vital to the outcomes of the 
cancer experience for survivors and are known to provide support for CCS follow-up care. 
However, little is known about their roles longer term. 

Interventions and comparators 
Most current studies that address barriers do so on the patient level. But, as this report 

outlines, multiple other levels exist, in which barriers inherently affect certain subgroups of 
survivors more-so than others. Next steps need to include interventions that address barriers at 
the provider, healthcare system, and payer levels, in addition to interventions targeting the 
caregivers, family members, and local community. Our key informants highlighted some 
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potential interventions that could be evaluated as next steps to overcome barriers and improve 
survivorship care delivery and usage, including the application of technology (e.g., social media, 
telehealth) and innovative methods to identify and classify patients for risk-stratification, in order 
to better direct patients to the level of care required based on their cancer, treatment and 
comorbidities. As endorsed by our key informants, because of practical or logistic barriers, the 
use of telemedicine or virtual visits with a survivorship care provider during a time that is 
convenient for the patient (e.g., outside of typical work hours) is worth examining. Key 
informants also discussed CCS-focused non-profit organizations potentially partnering with 
other chronic disease-focused non-profits to raise their voice regarding similar disparities and 
barriers to care. 

Key to all CCS interventions focused on survivorship care is that they are tailored to the local 
culture and community of the survivor and they should address barriers on multiple levels (e.g., 
not everything needs to use a patient education approach). Comprehensive, innovative approach 
using interventions to impact the provider, health system, and payer are needed. For example, an 
intervention could be designed to empower primary care providers with adequate tools to 
respond to the needs of CCS. Using individual states as policy laboratories, an intervention in a 
group of states via partnership with state-based professional organizations to encourage 
continuing education regarding pediatric cancer survivorship care could be evaluated with the 
goal of improving the receipt of guideline-concordant care. At the payer level, again using states 
as policy laboratories, federal subsidies could be used to incentivize payers and health systems to 
provide guideline-concordant survivorship care targeting disparate CCS subgroups to engage 
these populations in the health system. 

Finally, it is not proven that enhanced survivorship care mitigates or prevents the incidence 
or severity of late effects, and as a result, alternative models merit examination. Given the 
complex nature of the US health care system and the heterogeneous nature of CCS, it is difficult 
to decipher the best approach for comparator groups across all studies. “One size does not fit all” 
- for example, it is difficult to compare the CCSS cohort to a local, clinic-based cohort of 
patients given the limitations discussed above. Likewise, it is also difficult to compare outcomes 
from a public health system providing a high level of indigent care to a private, for-profit clinic-
based sample.  

Outcome 
In addition to traditional health and utilization measures, assessment of alleviating or 

decreasing some of the more practical or logistic aspects of barriers to care (e.g., parking fees, 
transportation, childcare, time off work, out-of-pocket costs for what insurance does not cover) 
warrant further investigation. Furthermore, the findings underscore that biomedical and 
psychosocial outcome domains were less frequently examined in reference to disparities and 
barriers to survivorship care; however, there is research documenting that biomedical and 
psychosocial disparities exist among CCS. This may be because biomedical and psychosocial 
outcomes are more distal and mediated or moderated by access to care; however, further 
investigation may be warranted. 

More recently, there has been discussion in the pediatric cancer survivorship community 
regarding striking the balance of surveillance for late effects, to avoid over-surveillance and 
under-surveillance. In particular, debate surrounding real impact that is has on CCS’ survival and 
quality of life is key. However, we need more information about what critical outcomes are for 
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CCS and their families and how to measure them in a reliable and valid way that captures 
variation in disparate subgroups of CCS. 

Study design 
Ideally, randomized controlled trials would allow strong evidence statements about the 

effectiveness of proposed interventions. However, due to need for collaboration (e.g., multi-site 
studies) to reach sufficient sample sizes and diverse cohorts with varying levels of access to care 
and social and cultural representation, other approaches may be suitable to advance our 
knowledge. For example, cluster randomized studies that intervene at the provider level or 
natural experiments focused on health system or payer interventions could provide much-needed 
insight. Furthermore, longitudinal studies that examine disparities and barriers over time are 
needed to enhance our understanding of how they impact long-term outcomes for CCS. Finally, 
an economics-based approach using cost-effectiveness or cost-benefit analyses conducted with 
representative, actual cost data from various levels should be performed. The analyses should be 
examined from a variety of perspectives to truly understanding the costs and benefits including 
the patient, family, provider, health system, and payer. 

Conclusion 
Pediatric cancer survivors face a variety of barriers to care, and these barriers often lead to 

disparities in care. Given the growing number of CCS, the lifelong impact of cancer, and the 
growing population, careful attention should be paid to how studies are designed to examine the 
effectiveness of intervention on reducing barriers and eliminating disparities among CCS. 
Pediatric cancer is a rare diagnosis, and effectively and efficiently studying an understudied sub-
group of an already understudied group is difficult. Support is needed to encourage and sustain 
research in disparities and barriers to pediatric cancer survivorship care. 
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Appendix A. Methods 
This appendix summarizes the methods used for this technical brief. While the draft report is 

undergoing peer review, we will undertake an updated search so that the final report is current 
and includes the most up-to-date information. 

Search Strategy and Sources 
For this brief, we searched a variety of sources and applied several measures to reduce 

potential reviewer errors and bias. This section describes the search strategies for published and 
unpublished studies. The search strategies for the individual databases were developed, executed, 
and documented by an experienced EPC librarian and were peer-reviewed by an experienced 
methodologist. Furthermore, we sought input from Key Informant content experts and a 
Supplemental Evidence And Data for Systematic review (SEADS) portal was available, in 
addition to a Notice released by the Federal Register for this review to ensure that all relevant 
evidence has been considered. 

Grey Literature 
To search for grey literature, we screened the websites of relevant professional organizations 

listed below. We also reviewed guidance published in clinical practice guideline clearing houses, 
including the ECRI Guideline Trust and the Guidelines International Library (GIN). The 
following terms were used to search grey literature websites: childhood OR pediatric cancer 
survivor AND (disparit* OR barrier*), alone or in combination. The grey literature sources 
included: 

• Centers for Disease Control and Prevention 
• National Academies of Science, Engineering, and Medicine 
• National Cancer Institute 
• Children’s Oncology Group 
• American Cancer Society 
• American Cancer Society Cancer Action Network 
• American Academy of Pediatrics 
• American Society of Pediatric Hematology and Oncology 
• American Society of Clinical Oncology 
• National Comprehensive Cancer Network 
• Leukemia and Lymphoma Society 
• St. Baldrick’s Foundation 
• American Society for Transplantation and Cellular Therapy 
• Center for International Blood and Marrow Transplantation Research 
• International Guideline Harmonization Group for Late Effects of Childhood Cancer 
• Alex’s Lemonade Stand Foundation 
• CureSearch 
• ECRI Guidelines Trust 
• Guidelines International Library (GIN) 
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Published Literature 
We searched the research databases PubMed, CINAHL, and PsycINFO using the specified 

terminology below for each GQ. PubMed indexes biomedical literature, CINAHL includes 
nursing literature, and PsycINFO is a resource for behavioral and social science research. We 
also searched the trial registry, clinicaltrials.gov, and NIH RePORTER for ongoing studies. 
Increasingly, authors provide results in trial records, and particularly for new interventions, trial 
registries are an important source of research information. PROSPERO, an international database 
of systematic reviews, was searched using the strategy listed below. We reference-mined these 
published systematic reviews to ensure that all relevant studies were identified (e.g., rather than 
summarizing the reviews, we used them as sources to identify available research studies). Open 
Science Framework was queried for registered protocols of relevance using the terms listed 
below. We also searched ClinicalTrials.gov and NIH RePORTER for ongoing research using 
search terms specified below. 

PubMed 

Guiding Question 1 Strategy: 
Results on 5 Jun 2020: 4,077 citations 
(“Neoplasms”[Mesh] OR “Medical Oncology”[Mesh] OR “Oncology Service, Hospital”[Mesh] 
OR “Oncology Nursing”[Mesh] OR “Cancer Care Facilities”[Mesh] OR “National Cancer 
Institute (U.S.)”[Mesh] OR “American Cancer Society”[Mesh] OR “antineoplastic*” OR “anti-
neoplastic*” OR “anti neoplastic*” OR “oncolog*” OR “neoplasm” OR “neoplasms” OR 
“tumor” OR “tumors” OR “cancer” OR “cancers” OR “malignan*” OR “carcinoma” OR 
“carcinomas”) 
AND 
(“child”[MeSH] OR “adolescent”[MeSH] OR "Minors"[Mesh] OR "Pediatrics"[Mesh]  OR 
"Pediatricians"[Mesh] OR "Hospitals, Pediatric"[Mesh] OR  "Intensive Care Units, 
Pediatric"[Mesh] OR "Intensive Care, Neonatal"[Mesh] OR “neonat*“ OR “newborn“ OR 
“newborns“ OR “infan*“ OR “baby“ OR “babies“ OR “nursery“ OR “nurseries“ OR “toddler“ 
OR “toddlers“ OR “preschool*“ OR “pre school*” OR “child*“ OR “kid“ OR “kids“ OR 
“juvenile“ OR “juveniles“ OR “minor“ OR “minors“ OR “youth“ OR “youths“ OR “youngster“ 
OR “youngsters“ OR “girl“ OR “girls“ OR “boy“ OR “boys“ OR “elementary school*” OR 
“grade school*” OR “preadolescen*“ OR “pre adolescen*” OR “preteen*“ OR “pre teen*” OR 
“middle school*” OR “adolescen*“ OR “teen*“ OR “high school*” OR “pediatric*“ OR “PICU“ 
OR “NICU“ OR “young adult” OR “young adults”) 
AND 
(“Social Determinants of Health”[MeSH] OR “Health Status Disparities”[MeSH] OR 
“Sociology, Medical”[MeSH] OR “Healthcare Disparities”[MeSH] OR “Sociological 
Factors”[MeSH] OR “social determinants of health” OR “socioeconomic” OR “access to 
healthcare” OR “Barriers to healthcare” OR ((“Black” OR “African American” OR “Alaskan 
Native” OR “native American” OR “white” OR “Asian” OR “Native Hawaiian” OR “Pacific 
Islander” OR “Hispanic” OR “Hispanics” OR “Latino” OR “Latina” OR “LatinX” OR “Latinos” 
OR “Latinas” OR “Blacks” OR “African Americans” OR “Alaskan Natives” OR “native 
Americans” OR “whites” OR “Asians” OR “Native Hawaiians” OR “Pacific Islanders” OR 
“health*” OR “medic*” OR “insurance” OR “insurances” OR “education*”) AND (“inequit*” 
OR “disparit*” OR “inequal*”)) OR ((“social*” OR “sociolog*” OR “sociology*”) AND 
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(“factor” OR “factors” OR “trait” OR “traits” OR “attribute” OR “attributes” OR “characteristic” 
OR “characteristics” OR “phenomen*”))) 
AND 
(“Survivors”[Mesh] OR “Survivorship”[Mesh] OR "Population Surveillance"[Mesh] OR 
"Aftercare"[Mesh] OR ”Survivor” OR ”survivors” OR ”survivorship” OR “surveillance” OR 
“aftercare” OR “post-treatment” OR “post treatment” OR “post-treatments” OR “post treatment” 
OR “follow up care” OR “follow-up care” OR “Long term follow up” OR “long-term follow-
up”) 

Guiding Question 2 Strategy: 
Results on 5 Jun 2020: 639 citations 
(“Neoplasms”[Mesh] OR “Medical Oncology”[Mesh] OR “Oncology Service, Hospital”[Mesh] 
OR “Oncology Nursing”[Mesh] OR “Cancer Care Facilities”[Mesh] OR “National Cancer 
Institute (U.S.)”[Mesh] OR “American Cancer Society”[Mesh] OR “antineoplastic*” OR “anti-
neoplastic*” OR “anti neoplastic*” OR “oncolog*” OR “neoplasm” OR “neoplasms” OR 
“tumor” OR “tumors” OR “cancer” OR “cancers” OR “malignan*” OR “carcinoma” OR 
“carcinomas”) 
AND 
(“child”[MeSH] OR “adolescent”[MeSH] OR "Minors"[Mesh] OR "Pediatrics"[Mesh]  OR 
"Pediatricians"[Mesh] OR "Hospitals, Pediatric"[Mesh] OR  "Intensive Care Units, 
Pediatric"[Mesh] OR "Intensive Care, Neonatal"[Mesh] OR “neonat*“ OR “newborn“ OR 
“newborns“ OR “infan*“ OR “baby“ OR “babies“ OR “nursery“ OR “nurseries“ OR “toddler“ 
OR “toddlers“ OR “preschool*“ OR “pre school*” OR “child*“ OR “kid“ OR “kids“ OR 
“juvenile“ OR “juveniles“ OR “minor“ OR “minors“ OR “youth“ OR “youths“ OR “youngster“ 
OR “youngsters“ OR “girl“ OR “girls“ OR “boy“ OR “boys“ OR “elementary school*” OR 
“grade school*” OR “preadolescen*“ OR “pre adolescen*” OR “preteen*“ OR “pre teen*” OR 
“middle school*” OR “adolescen*“ OR “teen*“ OR “high school*” OR “pediatric*“ OR “PICU“ 
OR “NICU“ OR “young adult” OR “young adults”) 
AND 
 (“Survivors”[Mesh] OR “Survivorship”[Mesh] OR "Population Surveillance"[Mesh] OR 
"Aftercare"[Mesh] OR ”Survivor” OR ”survivors” OR ”survivorship” OR “surveillance” OR 
“aftercare” OR “post-treatment” OR “post treatment” OR “post-treatments” OR “post treatment” 
OR “follow up care” OR “follow-up care” OR “Long term follow up” OR “long-term follow-
up”) 
AND 
("Health Services Accessibility"[Mesh] OR "Standard of Care"[Mesh] OR "Case 
Managers"[Mesh] OR “access to healthcare” OR “access to health care” OR “healthcare access” 
OR “health care access” OR “health service access” OR “health services access” OR “access to 
health service” OR “access to health services” OR “Barriers to healthcare” OR “standard of 
care” OR “standards of care” OR  “care standard” OR “care standards” OR “case manager” OR 
“case managers” OR “facilitator” OR “facilitators”) 

Guiding Question 3-5 Strategy: 
Results on 5 Jun 2020: 7,677 citations 
(“Neoplasms”[Mesh] OR “Medical Oncology”[Mesh] OR “Oncology Service, Hospital”[Mesh] 
OR “Oncology Nursing”[Mesh] OR “Cancer Care Facilities”[Mesh] OR “National Cancer 
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Institute (U.S.)”[Mesh] OR “American Cancer Society”[Mesh] OR “antineoplastic*” OR “anti-
neoplastic*” OR “anti neoplastic*” OR “oncolog*” OR “neoplasm” OR “neoplasms” OR 
“tumor” OR “tumors” OR “cancer” OR “cancers” OR “malignan*” OR “carcinoma” OR 
“carcinomas”) 
AND 
(“child”[MeSH] OR “adolescent”[MeSH] OR "Minors"[Mesh] OR "Pediatrics"[Mesh]  OR 
"Pediatricians"[Mesh] OR "Hospitals, Pediatric"[Mesh] OR  "Intensive Care Units, 
Pediatric"[Mesh] OR "Intensive Care, Neonatal"[Mesh] OR “neonat*“ OR “newborn“ OR 
“newborns“ OR “infan*“ OR “baby“ OR “babies“ OR “nursery“ OR “nurseries“ OR “toddler“ 
OR “toddlers“ OR “preschool*“ OR “pre school*” OR “child*“ OR “kid“ OR “kids“ OR 
“juvenile“ OR “juveniles“ OR “minor“ OR “minors“ OR “youth“ OR “youths“ OR “youngster“ 
OR “youngsters“ OR “girl“ OR “girls“ OR “boy“ OR “boys“ OR “elementary school*” OR 
“grade school*” OR “preadolescen*“ OR “pre adolescen*” OR “preteen*“ OR “pre teen*” OR 
“middle school*” OR “adolescen*“ OR “teen*“ OR “high school*” OR “pediatric*“ OR “PICU“ 
OR “NICU“ OR “young adult” OR “young adults”) 
AND 
 (“Survivors”[Mesh] OR “Survivorship”[Mesh] OR "Population Surveillance"[Mesh] OR 
"Aftercare"[Mesh] OR ”Survivor” OR ”survivors” OR ”survivorship” OR “surveillance” OR 
“aftercare” OR “post-treatment” OR “post treatment” OR “post-treatments” OR “post treatment” 
OR “follow up care” OR “follow-up care” OR “Long term follow up” OR “long-term follow-
up”) 
AND 
("Follow-Up Studies"[Mesh] OR "Longitudinal Studies"[Mesh] OR “follow-up study” OR 
“follow-up studies” OR “follow up study” OR “follow up studies” OR “followup study” OR 
“followup studies” OR “longitudinal study” OR “longitudinal studies”) 

Guiding Question 4 Strategy experimental studies: 
Results on 17 Aug 2020: 255 citations 
Terms: childhood cancer survivor*  
Filters: Clinical Trial, Randomized Controlled Trial, English 

CINAHL 

Guiding Question 1 Strategy: 
Results on 14 Jul 2020:  citations 
(MH "Neoplasms+" OR MH "Oncology+" OR MH "Oncology Care Units" OR MH "Oncologic 
Nursing+" OR MH "Oncologic Care+" OR MH “Cancer Care Facilities” OR MH "National 
Cancer Institute (U.S.)" OR MH "American Cancer Society" OR “antineoplastic*” OR “anti-
neoplastic*” OR “anti neoplastic*” OR “oncolog*” OR “neoplasm” OR “neoplasms” OR 
“tumor” OR “tumors” OR “cancer” OR “cancers” OR “malignan*” OR “carcinoma” OR 
“carcinomas”) 
AND 
(MH "Child+" OR MH "Minors (Legal)" OR MH "Adolescence+"OR MH "Pediatrics+" OR 
MH "Hospitals, Pediatric" OR MH "Intensive Care Units, Pediatric+" OR MH "Pediatric 
Units+"  OR MH "Pediatricians" OR MH "Pediatric Nursing+” OR MH "Neonatal Intensive 
Care Nursing" OR MH "Intensive Care Units, Neonatal" OR MH "Intensive Care, Neonatal+" 
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OR “neonat*“ OR “newborn“ OR “newborns“ OR “infan*“ OR “baby“ OR “babies“ OR 
“nursery“ OR “nurseries“ OR “toddler“ OR “toddlers“ OR “preschool*“ OR “pre school*” OR 
“child*“ OR “kid“ OR “kids“ OR “juvenile“ OR “juveniles“ OR “minor“ OR “minors“ OR 
“youth“ OR “youths“ OR “youngster“ OR “youngsters“ OR “girl“ OR “girls“ OR “boy“ OR 
“boys“ OR “elementary school*” OR “grade school*” OR “preadolescen*“ OR “pre adolescen*” 
OR “preteen*“ OR “pre teen*” OR “middle school*” OR “adolescen*“ OR “teen*“ OR “high 
school*” OR “pediatric*“ OR “PICU“ OR “NICU“ OR “young adult” OR “young adults”) 
AND 
(MH "Social Determinants of Health" OR MH "Health Status Disparities" OR MH "Healthcare 
Disparities" OR “social determinants of health” OR “socioeconomic” OR “access to healthcare” 
OR “Barriers to healthcare” OR ((“Black” OR “African American” OR “Alaskan Native” OR 
“native American” OR “white” OR “Asian” OR “Native Hawaiian” OR “Pacific Islander” OR 
“Hispanic” OR “Hispanics” OR “Latino” OR “Latina” OR “LatinX” OR “Latinos” OR “Latinas” 
OR “Blacks” OR “African Americans” OR “Alaskan Natives” OR “native Americans” OR 
“whites” OR “Asians” OR “Native Hawaiians” OR “Pacific Islanders” OR “health*” OR 
“medic*” OR “insurance” OR “insurances” OR “education*”) AND (“inequit*” OR “disparit*” 
OR “inequal*”)) OR ((“social*” OR “sociolog*” OR “sociology*”) AND (“factor” OR “factors” 
OR “trait” OR “traits” OR “attribute” OR “attributes” OR “characteristic” OR “characteristics” 
OR “phenomen*”))) 
AND 
(MH “Survivors” OR MH “Survivorship” OR MH "Population Surveillance" OR  MH "After 
care" OR ”Survivor” OR ”survivors” OR ”survivorship” OR “surveillance” OR “aftercare” OR 
“post-treatment” OR “post treatment” OR “post-treatments” OR “post treatment” OR “follow up 
care” OR “follow-up care” OR “Long term follow up” OR “long-term follow-up”) 

Guiding Question 2 Strategy: 
Results on 14 Jul 2020:  citations 
(MH "Neoplasms+" OR MH "Oncology+" OR MH "Oncology Care Units" OR MH "Oncologic 
Nursing+" OR MH "Oncologic Care+" OR MH “Cancer Care Facilities” OR MH "National 
Cancer Institute (U.S.)" OR MH "American Cancer Society" OR “antineoplastic*” OR “anti-
neoplastic*” OR “anti neoplastic*” OR “oncolog*” OR “neoplasm” OR “neoplasms” OR 
“tumor” OR “tumors” OR “cancer” OR “cancers” OR “malignan*” OR “carcinoma” OR 
“carcinomas”) 
AND 
(MH "Child+" OR MH "Minors (Legal)" OR MH "Adolescence+"OR MH "Pediatrics+" OR 
MH "Hospitals, Pediatric" OR MH "Intensive Care Units, Pediatric+" OR MH "Pediatric 
Units+"  OR MH "Pediatricians" OR MH "Pediatric Nursing+” OR MH "Neonatal Intensive 
Care Nursing" OR MH "Intensive Care Units, Neonatal" OR MH "Intensive Care, Neonatal+" 
OR “neonat*“ OR “newborn“ OR “newborns“ OR “infan*“ OR “baby“ OR “babies“ OR 
“nursery“ OR “nurseries“ OR “toddler“ OR “toddlers“ OR “preschool*“ OR “pre school*” OR 
“child*“ OR “kid“ OR “kids“ OR “juvenile“ OR “juveniles“ OR “minor“ OR “minors“ OR 
“youth“ OR “youths“ OR “youngster“ OR “youngsters“ OR “girl“ OR “girls“ OR “boy“ OR 
“boys“ OR “elementary school*” OR “grade school*” OR “preadolescen*“ OR “pre adolescen*” 
OR “preteen*“ OR “pre teen*” OR “middle school*” OR “adolescen*“ OR “teen*“ OR “high 
school*” OR “pediatric*“ OR “PICU“ OR “NICU“ OR “young adult” OR “young adults”) 
AND 
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(MH “Survivors” OR MH “Survivorship” OR MH "Population Surveillance" OR  MH "After 
care" OR ”Survivor” OR ”survivors” OR ”survivorship” OR “surveillance” OR “aftercare” OR 
“post-treatment” OR “post treatment” OR “post-treatments” OR “post treatment” OR “follow up 
care” OR “follow-up care” OR “Long term follow up” OR “long-term follow-up”) 
AND 
(MH "Health Services Accessibility+" OR “access to healthcare” OR “access to health care” OR 
“healthcare access” OR “health care access” OR “health service access” OR “health services 
access” OR “access to health service” OR “access to health services” OR “Barriers to 
healthcare” OR “standard of care” OR “standards of care” OR  “care standard” OR “care 
standards”) 

Guiding Question 4 Strategy: 
Results on 14 Jul 2020: citations 
(MH "Neoplasms+" OR MH "Oncology+" OR MH "Oncology Care Units" OR MH "Oncologic 
Nursing+" OR MH "Oncologic Care+" OR MH “Cancer Care Facilities” OR MH "National 
Cancer Institute (U.S.)" OR MH "American Cancer Society" OR “antineoplastic*” OR “anti-
neoplastic*” OR “anti neoplastic*” OR “oncolog*” OR “neoplasm” OR “neoplasms” OR 
“tumor” OR “tumors” OR “cancer” OR “cancers” OR “malignan*” OR “carcinoma” OR 
“carcinomas”) 
AND 
(MH "Child+" OR MH "Minors (Legal)" OR MH "Adolescence+"OR MH "Pediatrics+" OR 
MH "Hospitals, Pediatric" OR MH "Intensive Care Units, Pediatric+" OR MH "Pediatric 
Units+"  OR MH "Pediatricians" OR MH "Pediatric Nursing+” OR MH "Neonatal Intensive 
Care Nursing" OR MH "Intensive Care Units, Neonatal" OR MH "Intensive Care, Neonatal+" 
OR “neonat*“ OR “newborn“ OR “newborns“ OR “infan*“ OR “baby“ OR “babies“ OR 
“nursery“ OR “nurseries“ OR “toddler“ OR “toddlers“ OR “preschool*“ OR “pre school*” OR 
“child*“ OR “kid“ OR “kids“ OR “juvenile“ OR “juveniles“ OR “minor“ OR “minors“ OR 
“youth“ OR “youths“ OR “youngster“ OR “youngsters“ OR “girl“ OR “girls“ OR “boy“ OR 
“boys“ OR “elementary school*” OR “grade school*” OR “preadolescen*“ OR “pre adolescen*” 
OR “preteen*“ OR “pre teen*” OR “middle school*” OR “adolescen*“ OR “teen*“ OR “high 
school*” OR “pediatric*“ OR “PICU“ OR “NICU“ OR “young adult” OR “young adults”) 
AND 
(MH "Social Determinants of Health" OR MH "Health Status Disparities" OR MH "Healthcare 
Disparities" OR “social determinants of health” OR “socioeconomic” OR “access to healthcare” 
OR “Barriers to healthcare” OR ((“Black” OR “African American” OR “Alaskan Native” OR 
“native American” OR “white” OR “Asian” OR “Native Hawaiian” OR “Pacific Islander” OR 
“Hispanic” OR “Hispanics” OR “Latino” OR “Latina” OR “LatinX” OR “Latinos” OR “Latinas” 
OR “Blacks” OR “African Americans” OR “Alaskan Natives” OR “native Americans” OR 
“whites” OR “Asians” OR “Native Hawaiians” OR “Pacific Islanders” OR “health*” OR 
“medic*” OR “insurance” OR “insurances” OR “education*”) AND (“inequit*” OR “disparit*” 
OR “inequal*”)) OR ((“social*” OR “sociolog*” OR “sociology*”) AND (“factor” OR “factors” 
OR “trait” OR “traits” OR “attribute” OR “attributes” OR “characteristic” OR “characteristics” 
OR “phenomen*”))) 
AND 
(MH “Survivors” OR MH “Survivorship” OR MH "Population Surveillance" OR  MH "After 
care" OR ”Survivor” OR ”survivors” OR ”survivorship” OR “surveillance” OR “aftercare” OR 
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“post-treatment” OR “post treatment” OR “post-treatments” OR “post treatment” OR “follow up 
care” OR “follow-up care” OR “Long term follow up” OR “long-term follow-up”) 
AND 
(MH "Experimental Studies+") 

PsycInfo 

Guiding Question 1 Strategy: 
Results on 14 Jul 2020:  citations 
(MAINSUBJECT.EXACT.EXPLODE("Neoplasms") OR 
MAINSUBJECT.EXACT.EXPLODE("Oncology") OR “antineoplastic*” OR “anti-neoplastic*” 
OR “anti neoplastic*” OR “oncolog*” OR “neoplasm” OR “neoplasms” OR “tumor” OR 
“tumors” OR “cancer” OR “cancers” OR “malignan*” OR “carcinoma” OR “carcinomas”) 
AND 
(MAINSUBJECT.EXACT("Adolescent Development") OR 
MAINSUBJECT.EXACT.EXPLODE("Pediatrics") OR 
MAINSUBJECT.EXACT.EXPLODE("Pediatricians") OR 
MAINSUBJECT.EXACT.EXPLODE("Neonatal Intensive Care") OR “neonat*“ OR “newborn“ 
OR “newborns“ OR “infan*“ OR “baby“ OR “babies“ OR “nursery“ OR “nurseries“ OR 
“toddler“ OR “toddlers“ OR “preschool*“ OR “pre school*” OR “child*“ OR “kid“ OR “kids“ 
OR “juvenile“ OR “juveniles“ OR “minor“ OR “minors“ OR “youth“ OR “youths“ OR 
“youngster“ OR “youngsters“ OR “girl“ OR “girls“ OR “boy“ OR “boys“ OR “elementary 
school*” OR “grade school*” OR “preadolescen*“ OR “pre adolescen*” OR “preteen*“ OR “pre 
teen*” OR “middle school*” OR “adolescen*“ OR “teen*“ OR “high school*” OR “pediatric*“ 
OR “PICU“ OR “NICU“ OR “young adult” OR “young adults”) 
AND 
(MAINSUBJECT.EXACT("Social Discrimination") OR 
MAINSUBJECT.EXACT.EXPLODE("Health Disparities") OR “social determinants of health” 
OR “socioeconomic” OR “access to healthcare” OR “Barriers to healthcare” OR ((“Black” OR 
“African American” OR “Alaskan Native” OR “native American” OR “white” OR “Asian” OR 
“Native Hawaiian” OR “Pacific Islander” OR “Hispanic” OR “Hispanics” OR “Latino” OR 
“Latina” OR “LatinX” OR “Latinos” OR “Latinas” OR “Blacks” OR “African Americans” OR 
“Alaskan Natives” OR “native Americans” OR “whites” OR “Asians” OR “Native Hawaiians” 
OR “Pacific Islanders” OR “health*” OR “medic*” OR “insurance” OR “insurances” OR 
“education*”) AND (“inequit*” OR “disparit*” OR “inequal*”)) OR ((“social*” OR “sociolog*” 
OR “sociology*”) AND (“factor” OR “factors” OR “trait” OR “traits” OR “attribute” OR 
“attributes” OR “characteristic” OR “characteristics” OR “phenomen*”))) 
AND 
(MAINSUBJECT.EXACT.EXPLODE("Survivors") OR 
MAINSUBJECT.EXACT.EXPLODE("Aftercare") OR ”Survivor” OR ”survivors” OR 
”survivorship” OR “surveillance” OR “aftercare” OR “post-treatment” OR “post treatment” OR 
“post-treatments” OR “post treatment” OR “follow up care” OR “follow-up care” OR “Long 
term follow up” OR “long-term follow-up”) 

Guiding Question 2 Strategy: 
Results on 20 Jul 2020:  56 citations 
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(MAINSUBJECT.EXACT.EXPLODE("Neoplasms") OR 
MAINSUBJECT.EXACT.EXPLODE("Oncology") OR “antineoplastic*” OR “anti-neoplastic*” 
OR “anti neoplastic*” OR “oncolog*” OR “neoplasm” OR “neoplasms” OR “tumor” OR 
“tumors” OR “cancer” OR “cancers” OR “malignan*” OR “carcinoma” OR “carcinomas”) 
AND 
(MAINSUBJECT.EXACT("Adolescent Development") OR 
MAINSUBJECT.EXACT.EXPLODE("Pediatrics") OR 
MAINSUBJECT.EXACT.EXPLODE("Pediatricians") OR 
MAINSUBJECT.EXACT.EXPLODE("Neonatal Intensive Care") OR “neonat*“ OR “newborn“ 
OR “newborns“ OR “infan*“ OR “baby“ OR “babies“ OR “nursery“ OR “nurseries“ OR 
“toddler“ OR “toddlers“ OR “preschool*“ OR “pre school*” OR “child*“ OR “kid“ OR “kids“ 
OR “juvenile“ OR “juveniles“ OR “minor“ OR “minors“ OR “youth“ OR “youths“ OR 
“youngster“ OR “youngsters“ OR “girl“ OR “girls“ OR “boy“ OR “boys“ OR “elementary 
school*” OR “grade school*” OR “preadolescen*“ OR “pre adolescen*” OR “preteen*“ OR “pre 
teen*” OR “middle school*” OR “adolescen*“ OR “teen*“ OR “high school*” OR “pediatric*“ 
OR “PICU“ OR “NICU“ OR “young adult” OR “young adults”) 
AND 
(MAINSUBJECT.EXACT.EXPLODE("Survivors") OR 
MAINSUBJECT.EXACT.EXPLODE("Aftercare") OR ”Survivor” OR ”survivors” OR 
”survivorship” OR “surveillance” OR “aftercare” OR “post-treatment” OR “post treatment” OR 
“post-treatments” OR “post treatment” OR “follow up care” OR “follow-up care” OR “Long 
term follow up” OR “long-term follow-up”) 
AND 
(MAINSUBJECT.EXACT.EXPLODE("Health Care Access") OR “access to healthcare” OR 
“access to health care” OR “healthcare access” OR “health care access” OR “health service 
access” OR “health services access” OR “access to health service” OR “access to health 
services” OR “Barriers to healthcare” OR “standard of care” OR “standards of care” OR  “care 
standard” OR “care standards”) 

Guiding Question 4 Strategy: 
Results on 20 Jul 2020: citations 
Methodology Filters used: Clinical Trial, Clinical Case Study, Empirical Study, Experimental 
Replication, Followup Study, Longitudinal Study, Prospective Study, Retrospective Study, 
Nonclinical Case Study, Qualitative Study, Quantitative Study, Treatment Outcome 
(MAINSUBJECT.EXACT.EXPLODE("Neoplasms") OR 
MAINSUBJECT.EXACT.EXPLODE("Oncology") OR “antineoplastic*” OR “anti-neoplastic*” 
OR “anti neoplastic*” OR “oncolog*” OR “neoplasm” OR “neoplasms” OR “tumor” OR 
“tumors” OR “cancer” OR “cancers” OR “malignan*” OR “carcinoma” OR “carcinomas”) 
AND 
(MAINSUBJECT.EXACT("Adolescent Development") OR 
MAINSUBJECT.EXACT.EXPLODE("Pediatrics") OR 
MAINSUBJECT.EXACT.EXPLODE("Pediatricians") OR 
MAINSUBJECT.EXACT.EXPLODE("Neonatal Intensive Care") OR “neonat*“ OR “newborn“ 
OR “newborns“ OR “infan*“ OR “baby“ OR “babies“ OR “nursery“ OR “nurseries“ OR 
“toddler“ OR “toddlers“ OR “preschool*“ OR “pre school*” OR “child*“ OR “kid“ OR “kids“ 
OR “juvenile“ OR “juveniles“ OR “minor“ OR “minors“ OR “youth“ OR “youths“ OR 
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“youngster“ OR “youngsters“ OR “girl“ OR “girls“ OR “boy“ OR “boys“ OR “elementary 
school*” OR “grade school*” OR “preadolescen*“ OR “pre adolescen*” OR “preteen*“ OR “pre 
teen*” OR “middle school*” OR “adolescen*“ OR “teen*“ OR “high school*” OR “pediatric*“ 
OR “PICU“ OR “NICU“ OR “young adult” OR “young adults”) 
AND 
(MAINSUBJECT.EXACT.EXPLODE("Survivors") OR 
MAINSUBJECT.EXACT.EXPLODE("Aftercare") OR ”Survivor” OR ”survivors” OR 
”survivorship” OR “surveillance” OR “aftercare” OR “post-treatment” OR “post treatment” OR 
“post-treatments” OR “post treatment” OR “follow up care” OR “follow-up care” OR “Long 
term follow up” OR “long-term follow-up”) 
AND 
(MAINSUBJECT.EXACT("Social Discrimination") OR 
MAINSUBJECT.EXACT.EXPLODE("Health Disparities") OR “social determinants of health” 
OR “socioeconomic” OR “access to healthcare” OR “Barriers to healthcare” OR ((“Black” OR 
“African American” OR “Alaskan Native” OR “native American” OR “white” OR “Asian” OR 
“Native Hawaiian” OR “Pacific Islander” OR “Hispanic” OR “Hispanics” OR “Latino” OR 
“Latina” OR “LatinX” OR “Latinos” OR “Latinas” OR “Blacks” OR “African Americans” OR 
“Alaskan Natives” OR “native Americans” OR “whites” OR “Asians” OR “Native Hawaiians” 
OR “Pacific Islanders” OR “health*” OR “medic*” OR “insurance” OR “insurances” OR 
“education*”) AND (“inequit*” OR “disparit*” OR “inequal*”)) OR ((“social*” OR “sociolog*” 
OR “sociology*”) AND (“factor” OR “factors” OR “trait” OR “traits” OR “attribute” OR 
“attributes” OR “characteristic” OR “characteristics” OR “phenomen*”))) 

NIH RePORTER 
Text search 
Limit to: publications from 1995-2020 
Search terms: 
"childhood cancer survivor" and disparities 
"childhood cancer survivor" and barriers 
“childhood cancer survivor" and care and barriers 
“childhood cancer survivor" and care and disparities 
“adolescent cancer survivor” 
“pediatric cancer survivor” 

National Cancer Institute Research-Tested Intervention Programs 
Search terms: 
Childhood cancer survivor 

ClinicalTrials.gov 
409 results 
Searched: 05June2020 
AREA[ConditionSearch] Cancer 
AND 
(neonate OR neonatal OR newborn OR newborns OR infant OR baby OR babies OR nursery OR 
nurseries OR toddler OR toddlers OR preschool OR pre school OR child OR children OR 
childhood OR kid OR kids OR juvenile OR juveniles OR minor OR minors OR youth OR 
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youths OR youngster OR youngsters OR girl OR girls OR boy OR boys OR elementary school 
OR elementary schools OR grade school OR grade schools OR preadolescent OR preadolescents 
OR preadolescence OR pre adolescent OR pre adolescents OR pre adolescence OR preteen OR 
preteens OR preteenager OR preteenagers OR pre teen OR pre teens OR pre teenager OR pre 
teenagers OR middle school OR middle schools OR middle schooling OR adolescent OR 
adolescents OR adolescence OR teen OR teens OR teenager OR teenagers OR high school OR 
high schools OR high schooling OR pediatric OR pediatrics OR PICU OR NICU OR young 
adult OR young adults) 
AND 
(social determinants of health OR socioeconomic OR access to healthcare OR Barriers to 
healthcare OR ((Black OR African American OR Alaskan Native OR native American OR white 
OR Asian OR Native Hawaiian OR Pacific Islander OR Hispanic OR Hispanics OR Latino OR 
Latina OR LatinX OR Latinos OR Latinas OR Blacks OR African Americans OR Alaskan 
Natives OR native Americans OR whites OR Asians OR Native Hawaiians OR Pacific Islanders 
OR health OR medic OR medicine OR medical OR insurance OR insurances OR education OR 
educations) AND (inequity OR inequities OR disparity OR disparities OR inequality OR 
inequalities)) OR ((social OR sociological OR sociology) AND (factor OR factors OR trait OR 
traits OR attribute OR attributes OR characteristic OR characteristics OR phenomenon OR 
phenomena )))  
AND 
(Survivor OR survivors OR survivorship OR surveillance OR aftercare OR post-treatment OR 
post treatment OR post-treatments OR post treatment OR follow up care OR follow-up care OR 
Long term follow up OR long-term follow-up) 

PROSPERO and Open Science Framework 
Date: 07/09/2020 
Search terms: 
“Cancer” OR “Oncolog*” OR “tumor” OR “tumors” 
AND 
“child” OR “Childhood” OR “kid“ OR “kids“ OR “juvenile“ OR “juveniles“ OR “minor“ OR 
“minors“ OR “youth“ OR “youths“ OR “girl“ OR “girls“ OR “boy“ OR “boys“ 
OR  “preadolescent“ OR “preteen*“ OR “pre teen*” OR “adolescent“ OR “teen” or “teenager” 
OR “pediatric*“ OR “young adult” OR “young adults” 
AND  
“survivor” OR “survivorship” or “survivors” OR “aftercare” OR “post treatment” OR “follow 
up” 
AND 
“barriers” OR “barrier” OR “disparity” OR “disparities” OR “inequality” OR “unequal” 
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Appendix B. Excluded Studies 
1.  2008 SNRS abstracts -- M. Southern Online Journal of Nursing Research. 2008;8(4):9-. 
PMID: 105496452. Language: English. Entry Date: 20090807. Revision Date: 20150711. 
Publication Type: Journal Article. Study design 
2.  2008 SNRS abstracts -- W - Z. Southern Online Journal of Nursing Research. 2008;8(4):14-. 
PMID: 105496459. Language: English. Entry Date: 20090807. Revision Date: 20150711. 
Publication Type: Journal Article. Study design 
3.  2008 SNRS abstracts -- L. Southern Online Journal of Nursing Research. 2008;8(4):8-. 
PMID: 105496451. Language: English. Entry Date: 20090807. Revision Date: 20150711. 
Publication Type: Journal Article. Study design 
4.  2008 SNRS abstracts -- S. Southern Online Journal of Nursing Research. 2008;8(4):12-. 
PMID: 105496455. Language: English. Entry Date: 20090807. Revision Date: 20150711. 
Publication Type: Journal Article. Study design 
5.  Advancing Survivorship Care Through the National Cancer Survivorship Resource Center. 
CA Cancer J Clin. 2013;63(3):147-50. Participants 
6.  Dying after cure: A case of suicide in an adolescent treated for cancer. Wolters Kluwer India 
Pvt Ltd; 2015. p. 667-. Outcome 
7.  Handbook of oncology social work: Psychosocial care for people with cancer: Oxford 
University Press, New York, NY; 2015. Study design 
8.  RESEARCH BRIEFS. P&T: A Peer-Reviewed Journal for Managed Care & Formulary 
Management. 2018;43(11):696-700. PMID: 133446789. Language: English. Entry Date: 
20181211. Revision Date: 20190715. Publication Type: Article. Outcome 
9.  The global burden of childhood and adolescent cancer in 2017: an analysis of the Global 
Burden of Disease Study 2017. Lancet Oncology. 2019;20(9):1211-25. doi: 10.1016/S1470-
2045(19)30339-0. PMID: 138390099. Corporate Author: GBD 2017 Childhood Cancer 
Collaborators. Language: English. Entry Date: 20200617. Revision Date: 20200701. Publication 
Type: journal article. Outcome 
10.  Survivors of childhood brain tumours have lasting cognitive and socioeconomic burdens. 
British Journal of Hospital Medicine (17508460). 2019;80(8):428-. PMID: 138027431. 
Language: English. Entry Date: 20190816. Revision Date: 20190817. Publication Type: Article. 
Outcome 
11.  Clinical News. British Journal of Hospital Medicine (17508460). 2019;80(4):188-91. doi: 
10.12968/hmed.2019.80.4.188. PMID: 135776404. Language: English. Entry Date: 20190410. 
Revision Date: 20191120. Publication Type: Article. Outcome 
12.  Joint Letter to HHS Secretary Azar on Barriers to Coverage During COVID. 2020. 
https://www.fightcancer.org/sites/default/files/Letter%20to%20HHS%20Sec%20Azar%20on%2
0Covid%20Fixes%20for%20Cancer%20Patients%20FINAL.pdf. Accessed on August 10 2020. 
Participants 
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13.  Aarsen FK, Paquier PF, Reddingius RE, et al. Functional outcome after low-grade 
astrocytoma treatment in childhood. Cancer. 2006 Jan 15;106(2):396-402. doi: 
10.1002/cncr.21612. PMID: 16353203. Intervention 
14.  Aarts MJ, Kamphuis CBm, Louwman MJ, et al. Educational inequalities in cancer survival: 
a role for comorbidities and health behaviours? Journal of Epidemiology & Community Health. 
2013;67(4):365-73. doi: 10.1136/jech-2012-201404. PMID: 86009049. Language: English. Entry 
Date: 20130314. Revision Date: 20130930. Publication Type: Article. Outcome 
15.  Abrahamsen AF, Loge JH, Hannisdal E, et al. Socio-medical situation for long-term 
survivors of Hodgkin's disease: a survey of 459 patients treated at one institution. Eur J Cancer. 
1998 Nov;34(12):1865-70. doi: 10.1016/s0959-8049(98)00269-x. PMID: 10023307. 
Participants 
16.  Abrahão R, Li QW, Malogolowkin MH, et al. Chronic medical conditions and late effects 
following non-Hodgkin lymphoma in HIV-uninfected and HIV-infected adolescents and young 
adults: a population-based study. Br J Haematol. 2020 Feb 20. doi: 10.1111/bjh.16539. PMID: 
32080836. Participants 
17.  Abrahão R, Ribeiro RC, Medeiros BC, et al. Disparities in early death and survival in 
children, adolescents, and young adults with acute promyelocytic leukemia in California. Cancer. 
2015 2015 Nov 15 
2017-09-25;121(22):3990-7. doi: http://dx.doi.org/10.1002/cncr.29631. PMID: 1769711031; 
2015-50576-009. Outcome 
18.  Absolom K, Eiser C, Michel G, et al. Follow-up care for cancer survivors: views of the 
younger adult. Br J Cancer. 2009 Aug 18;101(4):561-7. doi: 10.1038/sj.bjc.6605213. PMID: 
19638979. Participants 
19.  Absolom K, Greenfield D, Ross R, et al. Predictors of clinic satisfaction among adult 
survivors of childhood cancer. Eur J Cancer. 2006 Jul;42(10):1421-7. doi: 
10.1016/j.ejca.2006.01.053. PMID: 16759851. Outcome 
20.  Ach E, Gerhardt CA, Barrera M, et al. Family factors associated with academic achievement 
deficits in pediatric brain tumor survivors. Psychooncology. 2013 Aug;22(8):1731-7. doi: 
10.1002/pon.3202. PMID: 23059621. Intervention 
21.  Adam S, Doege D, Koch-Gallenkamp L, et al. Age-specific health-related quality of life in 
disease-free long-term prostate cancer survivors versus male population controls-results from a 
population-based study. Supportive Care in Cancer. 2020;28(6):2875-85. doi: 10.1007/s00520-
019-05120-5. PMID: 142867423. Language: English. Entry Date: 20200701. Revision Date: 
20200701. Publication Type: journal article. Journal Subset: Biomedical. Participants 
22.  Adams HS. Young adult survivors face unique challenges. Oncology (Williston Park). 2009 
Oct;23(11 Suppl Nurse Ed):33-4. PMID: 19856606. Participants 
23.  Adel Fahmideh M, Lavebratt C, Schüz J, et al. CCDC26, CDKN2BAS, RTEL1 and TERT 
Polymorphisms in pediatric brain tumor susceptibility. Carcinogenesis. 2015 Aug;36(8):876-82. 
doi: 10.1093/carcin/bgv074. PMID: 26014354. Outcome 
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24.  Adelman AS, Groves FD, O'Rourke K, et al. Residential mobility and risk of childhood 
acute lymphoblastic leukaemia: an ecological study. Br J Cancer. 2007 Jul 2;97(1):140-4. doi: 
10.1038/sj.bjc.6603793. PMID: 17533404. Study design 
25.  Affret A, His M, Severi G, et al. Influence of a cancer diagnosis on changes in fruit and 
vegetable consumption according to cancer site, stage at diagnosis and socioeconomic factors: 
Results from the large E3N-EPIC study. Int J Cancer. 2018 Oct 1;143(7):1678-87. doi: 
10.1002/ijc.31572. PMID: 29717489. Participants 
26.  Afshar N, English DR, Thursfield V, et al. Differences in cancer survival by sex: a 
population-based study using cancer registry data. Cancer Causes Control. 2018 
Nov;29(11):1059-69. doi: 10.1007/s10552-018-1079-z. PMID: 30194549. Participants 
27.  Agaku IT, Adisa AO. Nativity status and oral cancer survival in the United States: 
Implications for dental clinical practice. Quintessence International. 2014;45(4):355-9. doi: 
10.3290/j.qi.a31344. PMID: 103957056. Language: English. Entry Date: 20140605. Revision 
Date: 20150710. Publication Type: Journal Article. Outcome 
28.  Agarwal A, Katz AJ, Chen RC. The Impact of the Affordable Care Act on Disparities in 
Private and Medicaid Insurance Coverage Among Patients Under 65 With Newly Diagnosed 
Cancer. Int J Radiat Oncol Biol Phys. 2019 Sep 1;105(1):25-30. doi: 
10.1016/j.ijrobp.2019.05.033. PMID: 31150741. Participants 
29.  Agarwal S, Ying J, Boucher KM, et al. The association between socioeconomic factors and 
breast cancer-specific survival varies by race. PLoS One. 2017;12(12):e0187018. doi: 
10.1371/journal.pone.0187018. PMID: 29211739. Participants 
30.  Agnese A, Lamparelli T, Bacigalupo A, et al. Supportive care with art therapy, for patients 
in isolation during stem cell transplant. Palliat Support Care. 2012 Jun;10(2):91-8. doi: 
10.1017/s147895151100071x. PMID: 22436493. Participants 
31.  Agnew F, Higgins A, Casey M, et al. The experience of fatherhood following childhood 
cancer survival. J Health Psychol. 2020 Mar;25(3):340-9. doi: 10.1177/1359105317717598. 
PMID: 28810483. Study design 
32.  Aharon D, Calderon M, Solari V, et al. Barriers to Follow-Up for Abnormal Papanicolaou 
Smears among Female Sex Workers in Lima, Peru. PLoS One. 2017;12(1):e0169327. doi: 
10.1371/journal.pone.0169327. PMID: 28060937. Participants 
33.  Ahomäki R, Gunn ME, Madanat-Harjuoja LM, et al. Late psychiatric morbidity in survivors 
of cancer at a young age: a nationwide registry-based study. Int J Cancer. 2015 Jul 1;137(1):183-
92. doi: 10.1002/ijc.29371. PMID: 25450095. Participants 
34.  Ahomäki R, Harila-Saari A, Matomäki J, et al. Non-graduation after comprehensive school, 
and early retirement but not unemployment are prominent in childhood cancer survivors-a 
Finnish registry-based study. Journal of Cancer Survivorship. 2017;11(2):284-94. doi: 
10.1007/s11764-016-0574-z. PMID: 121919971. Language: English. Entry Date: 20170919. 
Revision Date: 20181026. Publication Type: journal article. Outcome 
35.  Ahomäki R, Kero A, Koivisto M, et al. Purchases of antidepressants after cancer at a young 
age in Finland. Int J Cancer. 2019 Mar 15;144(6):1227-33. doi: 10.1002/ijc.31942. PMID: 
30357818. Participants 
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36.  Ailawadhi S, Advani P, Yang D, et al. Impact of access to NCI- and NCCN-designated 
cancer centers on outcomes for multiple myeloma patients: A SEER registry analysis. Cancer 
(0008543X). 2016;122(4):618-25. doi: 10.1002/cncr.29771. PMID: 112733341. Language: 
English. Entry Date: 20160605. Revision Date: 20190513. Publication Type: journal article. 
Journal Subset: Biomedical. Outcome 
37.  Ailawadhi S, Frank RD, Sharma M, et al. Trends in multiple myeloma presentation, 
management, cost of care, and outcomes in the Medicare population: A comprehensive look at 
racial disparities. Cancer (0008543X). 2018;124(8):1710-21. doi: 10.1002/cncr.31237. PMID: 
128972856. Language: English. Entry Date: 20190913. Revision Date: 20190915. Publication 
Type: journal article. Outcome 
38.  Al Hasani F, Knoepfli M, Gemperli A, et al. Factors affecting screening for hepatocellular 
carcinoma. Ann Hepatol. 2014 Mar-Apr;13(2):204-10. PMID: 24552862. Participants 
39.  Al-Bahri A, Al-Moundhri M, Al-Mandhari Z, et al. The role of patients' families in 
treatment decision-making among adult cancer patients in the Sultanate of Oman. Eur J Cancer 
Care (Engl). 2018 May;27(3):e12845. doi: 10.1111/ecc.12845. PMID: 29667246. Participants 
40.  Al-Gamal E, Long T. Health-related quality of life and its association with self-esteem and 
fatigue among children diagnosed with cancer. J Clin Nurs. 2016 Nov;25(21-22):3391-9. doi: 
10.1111/jocn.13467. PMID: 27378717. Intervention 
41.  Al-Jebari Y, Glimelius I, Berglund Nord C, et al. Cancer therapy and risk of congenital 
malformations in children fathered by men treated for testicular germ-cell cancer: A nationwide 
register study. PLoS Med. 2019 Jun;16(6):e1002816. doi: 10.1371/journal.pmed.1002816. 
PMID: 31163029. Participants 
42.  Alam R, Barrera M, D'Agostino N, et al. Bereavement experiences of mothers and fathers 
over time after the death of a child due to cancer. Death Stud. 2012 Jan;36(1):1-22. doi: 
10.1080/07481187.2011.553312. PMID: 24567992. Participants 
43.  Alananzeh IM, Levesque JV, Kwok C, et al. The Unmet Supportive Care Needs of Arab 
Australian and Arab Jordanian Cancer Survivors: An International Comparative Survey. Cancer 
Nurs. 2019 May/Jun;42(3):E51-e60. doi: 10.1097/ncc.0000000000000609. PMID: 29757770. 
Participants 
44.  Alapat DV, Ain KB, Sloan DA, et al. Disparity between tissue and serum calcitonin and 
carcinoembryonic antigen in a patient with medullary thyroid carcinoma. Endocrine. 2011 
Apr;39(2):148-52. doi: 10.1007/s12020-010-9433-2. PMID: 21243446. Study design 
45.  Alderfer MA, Cnaan A, Annunziato RA, et al. Patterns of posttraumatic stress symptoms in 
parents of childhood cancer survivors. J Fam Psychol. 2005 Sep;19(3):430-40. doi: 
10.1037/0893-3200.19.3.430. PMID: 16221023. Participants 
46.  Alderfer MA, Mougianis I, Barakat LP, et al. Family psychosocial risk, distress, and service 
utilization in pediatric cancer: predictive validity of the Psychosocial Assessment Tool. Cancer. 
2009 Sep 15;115(18 Suppl):4339-49. doi: 10.1002/cncr.24587. PMID: 19731359. Outcome 
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47.  Alderman AK, Hawley ST, Janz NK, et al. Racial and ethnic disparities in the use of 
postmastectomy breast reconstruction: results from a population- based study. Journal of Clinical 
Oncology. 2009;27(32):5325-30. doi: 10.1200/JCO.2009.22.2455. PMID: 105241135. 
Language: English. Entry Date: 20100129. Revision Date: 20161204. Publication Type: journal 
article. Participants 
48.  Alderson M. The epidemiology of leukemia. Adv Cancer Res. 1980;31:1-76. doi: 
10.1016/s0065-230x(08)60656-9. PMID: 6996447. Outcome 
49.  Alex’s Lemonade Stand Foundation. Childhood Cancer Survivors: A Practical Guide to 
Your Future, 3rd ed. https://www.alexslemonade.org/childhood-cancer/guides/childhood-cancer-
survivors. Accessed on August 10 2020. Intervention 
50.  Alexander FE. Is Mycoplasma Pneumonia associated with childhood acute lymphoblastic 
leukemia? Cancer Causes Control. 1997 Sep;8(5):803-11. doi: 10.1023/a:1018495708363. 
PMID: 9328203. Study design 
51.  Ali A, Fergus K, Wright FC, et al. The impact of a breast cancer diagnosis in young women 
on their relationship with their mothers. Breast. 2014 Feb;23(1):50-5. doi: 
10.1016/j.breast.2013.10.004. PMID: 24290865. Participants 
52.  Ali S, Krueger J, Richardson SE, et al. The yield of monitoring adenovirus in pediatric 
hematopoietic stem cell transplant patients. Pediatr Hematol Oncol. 2019 Apr;36(3):161-72. doi: 
10.1080/08880018.2019.1607961. PMID: 31037986. Participants 
53.  Alias H, Morthy SK, Zakaria SZS, et al. Behavioral outcome among survivors of childhood 
brain tumor: a case control study. BMC Pediatr. 2020 Feb 5;20(1):53. doi: 10.1186/s12887-020-
1951-3. PMID: 32020861. Intervention 
54.  Allaire BT, Ekwueme DU, Guy GP, Jr., et al. Medical Care Costs of Breast Cancer in 
Privately Insured Women Aged 18-44 Years. Am J Prev Med. 2016 Feb;50(2):270-7. doi: 
10.1016/j.amepre.2015.08.035. PMID: 26775906. Participants 
55.  Allard N, Emery J, Cowie B, et al. Knowing and telling: how African-Australians living 
with chronic hepatitis B understand hepatocellular carcinoma risk and surveillance. Australian 
Journal of Primary Health. 2018;24(2):141-8. doi: 10.1071/PY17099. PMID: 129092684. 
Language: English. Entry Date: 20180418. Revision Date: 20190712. Publication Type: Article. 
Participants 
56.  Allodji RS, Hawkins MM, Bright CJ, et al. Risk of subsequent primary leukaemias among 
69,460 five-year survivors of childhood cancer diagnosed from 1940 to 2008 in Europe: A 
cohort study within PanCareSurFup. Eur J Cancer. 2019 Aug;117:71-83. doi: 
10.1016/j.ejca.2019.05.013. PMID: 31260818. Intervention 
57.  Almasri NM. Hodgkins lymphoma in North Jordan. Does it have a different pattern? Saudi 
Med J. 2004 Dec;25(12):1917-21. PMID: 15711667. Intervention 
58.  Almondes KG, de Oliveira TF, Siviero-Miachon AA, et al. Selenium inadequacy is not 
associated with oxidative stress in child and adolescent acute lymphocytic leukemia survivors. 
Nutrition. 2014 May;30(5):563-8. doi: 10.1016/j.nut.2013.10.012. PMID: 24698347. 
Intervention 
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59.  Alonso EM, Limbers CA, Neighbors K, et al. Cross-sectional analysis of health-related 
quality of life in pediatric liver transplant recipients. Journal of Pediatrics. 2010;156(2):270-6.e1. 
doi: 10.1016/j.jpeds.2009.08.048. PMID: 105313000. Corporate Author: Studies of Pediatric 
Liver Transplantation (SPLIT) Functional Outcomes Group (FOG). Language: English. Entry 
Date: 20100312. Revision Date: 20200708. Publication Type: journal article. Outcome 
60.  American Cancer Society. https://www.cancer.org/health-care-professionals/national-
cancer-survivorship-resource-center.html. Accessed on July 21, 2020. Participants 
61.  American Cancer Society. After Treatment for Childhood Cancer. 
https://www.cancer.org/cancer/cancer-in-children/late-effects.html. Accessed on August 7 2020. 
Intervention 
62.  American Cancer Society. Survivorship Care Plans. 
https://www.cancer.org/treatment/survivorship-during-and-after-treatment/survivorship-care-
plans.html. Accessed on August 7 2020. Participants 
63.  American Cancer Society. Cancer Treatment & Survivorship: Facts & Figures 2019-2021. 
https://www.cancer.org/content/dam/cancer-org/research/cancer-facts-and-statistics/cancer-
treatment-and-survivorship-facts-and-figures/cancer-treatment-and-survivorship-facts-and-
figures-2019-2021.pdf. Accessed on August 7 2020. Intervention 
64.  American Cancer Society. Systems Policy and Practice: Clinical Survivorship Care 1-6. 
Intervention 
65.  American Cancer Society. Cancer Survivorship: a policy landscape analysis. 
https://www.cancer.org/content/dam/cancer-org/cancer-control/en/reports/cancer-survivorship-a-
landscape-analysis.pdf. Accessed on August 10 2020. Intervention 
66.  American Cancer Society. Improving Quality of Life for Children with Cancer. 
https://www.fightcancer.org/sites/default/files/National%20Documents/Pediatric%20Palliative%
20Care%20fact%20sheet.pdf. Accessed on August 10 2020. Intervention 
67.  American Cancer Society. Disparities in Access to Cancer Care. 
https://www.fightcancer.org/sites/default/files/Health%20Disparities%20FS%20-
%20Access%20FINAL_Updated%207.20.pdf. Accessed on August 10 2020. Participants 
68.  American Cancer Society. Life after treatment: the next chapter in your survivorship 
journey. 2016. Participants 
69.  American Cancer Society. Living as a Childhood Leukemia Survivor. 2019. 
https://www.cancer.org/cancer/leukemia-in-children/after-treatment/follow-up.html. Accessed on 
August 7 2020. Intervention 
70.  American Cancer Society Action Network (ACS CAN). Cancer Disparities: A Chartbook.  
2018. http://www.fightcancer.org/disparitieschartbook. Participants 
71.  American Society of Blood and Marrow Transplantation (ASBMT). American Society of 
Blood and Marrow Transplantation (ASBMT) website. https://www.astct.org/home. Accessed on 
July 21, 2020. Outcome 
72.  American Society of Clinical Oncology. Models of Long-Term Follow-Up Care. 
https://www.asco.org/practice-policy/cancer-care-initiatives/prevention-
survivorship/survivorship/survivorship-3. Accessed on August 7 2020. Intervention 
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73.  American Society of Clinical Oncology (ASCO). Challenges to Implementing a 
Survivorship Program. 2020. https://www.asco.org/practice-policy/cancer-care-
initiatives/prevention-survivorship/survivorship/survivorship-4. Accessed on July 21, 2020. 
Participants 
74.  Amin N, Kinsey S, Feltbower R, et al. British OsteoNEcrosis Study (BONES) protocol: a 
prospective cohort study to examine the natural history of osteonecrosis in older children, 
teenagers and young adults with acute lymphoblastic leukaemia and lymphoblastic lymphoma. 
BMJ Open. 2019 May 22;9(5):e027204. doi: 10.1136/bmjopen-2018-027204. PMID: 31122988. 
Intervention 
75.  Amini A, Jones BL, Yeh N, et al. Disparities in disease presentation in the four screenable 
cancers according to health insurance status. Public Health. 2016 Sep;138:50-6. doi: 
10.1016/j.puhe.2016.03.014. PMID: 27091437. Participants 
76.  Amini A, Rusthoven CG, Waxweiler TV, et al. Association of health insurance with 
outcomes in adults ages 18 to 64 years with melanoma in the United States. J Am Acad 
Dermatol. 2016 Feb;74(2):309-16. doi: 10.1016/j.jaad.2015.09.054. PMID: 26670715. 
Participants 
77.  Amir Z, Moran T, Walsh L, et al. Return to paid work after cancer: a British experience. J 
Cancer Surviv. 2007 Jun;1(2):129-36. doi: 10.1007/s11764-007-0021-2. PMID: 18648953. 
Participants 
78.  Amirian ES. The role of Hispanic ethnicity in pediatric Wilms' tumor survival. Pediatr 
Hematol Oncol. 2013 May;30(4):317-27. doi: 10.3109/08880018.2013.775618. PMID: 
23484868. Study design 
79.  Amirian ES, Goodman JC, New P, et al. Pediatric and adult malignant peripheral nerve 
sheath tumors: an analysis of data from the surveillance, epidemiology, and end results program. 
J Neurooncol. 2014 Feb;116(3):609-16. doi: 10.1007/s11060-013-1345-6. PMID: 24390465. 
Study design 
80.  Amoon AT, Crespi CM, Ahlbom A, et al. Proximity to overhead power lines and childhood 
leukaemia: an international pooled analysis. Br J Cancer. 2018 Aug;119(3):364-73. doi: 
10.1038/s41416-018-0097-7. PMID: 29808013. Study design 
81.  An H, Lee S. Difficulty in returning to school among adolescent leukemia survivors: A 
qualitative descriptive study. European Journal of Oncology Nursing. 2019;38:70-5. doi: 
10.1016/j.ejon.2018.12.008. PMID: 134422906. Language: English. Entry Date: 20190206. 
Revision Date: 20190208. Publication Type: Article. Outcome 
82.  An H, Lee S. Returning to Social Life: Development of Social Identity for Adolescent and 
Young Adult Survivors of Leukemia in Korea. Journal of Pediatric Oncology Nursing. 
2019;36(1):35-43. doi: 10.1177/1043454218810145. PMID: 133589568. Language: English. 
Entry Date: 20181219. Revision Date: 20181229. Publication Type: Article. Outcome 
83.  Ander M, Thorsell Cederberg J, von Essen L, et al. Exploration of psychological distress 
experienced by survivors of adolescent cancer reporting a need for psychological support. PLoS 
One. 2018;13(4):e0195899. doi: 10.1371/journal.pone.0195899. PMID: 29664926. Intervention 
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84.  Anders JC, Souza AIJ. Children and adolescents who experience cancer: challenges and 
possibilities. Ciencia, Cuidado e Saude. 2009;8(1):131-7. PMID: 105421102. Language: 
Portuguese. Entry Date: 20090911. Revision Date: 20150819. Publication Type: Journal Article. 
Participants 
85.  Anderson C. Noncancer mortality among adolescents and young adults with cancer [Ph.D.]: 
The University of North Carolina at Chapel Hill; 2019. Participants 
86.  Anderson C, Lund JL, Weaver MA, et al. Disparities in Mortality from Noncancer Causes 
among Adolescents and Young Adults with Cancer. Cancer Epidemiol Biomarkers Prev. 2019 
Sep;28(9):1417-26. doi: 10.1158/1055-9965.Epi-18-1384. PMID: 31209147. Participants 
87.  Anderson CA, Wilkening GN, Filley CM, et al. Neurobehavioral outcome in pediatric 
craniopharyngioma. Pediatr Neurosurg. 1997 May;26(5):255-60. doi: 10.1159/000121200. 
PMID: 9440495. Intervention 
88.  Anderson V, Godber T, Smibert E, et al. Neurobehavioural sequelae following cranial 
irradiation and chemotherapy in children: an analysis of risk factors. Pediatric Rehabilitation. 
1997;1(2):63-76. PMID: 107047173. Language: English. Entry Date: 20010824. Revision Date: 
20170831. Publication Type: Journal Article. Intervention 
89.  Annisa F, Allenidekania, Chodidjah S. Do adolescent cancer survivors need health care and 
psychosocial services?: An Indonesian experience. Enferm Clin. 2018 Feb;28 Suppl 1:41-5. doi: 
10.1016/s1130-8621(18)30034-2. PMID: 29650203. Intervention 
90.  Annisa F, Allenidekania n, Chodidjah S. Do adolescent cancer survivors need health care 
and psychosocial services?: An Indonesian experience. Enfermeria Clinica. 2018;28:41-5. doi: 
10.1016/S1130-8621(18)30034-2. PMID: 128956117. Language: English. Entry Date: 
20180413. Revision Date: 20191107. Publication Type: Article. Duplicate 
91.  Anthony SJ, Selkirk E, Sung L, et al. Considering quality of life for children with cancer: a 
systematic review of patient-reported outcome measures and the development of a conceptual 
model. Quality of Life Research. 2014;23(3):771-89. doi: 10.1007/s11136-013-0482-x. PMID: 
104043552. Language: English. Entry Date: 20141017. Revision Date: 20200708. Publication 
Type: journal article. Outcome 
92.  Antonio TUoTHSCaS. Improving Adherence to EHT Among Breast Cancer Patients. 2020. 
Participants 
93.  Anyiwe K, Qiao Y, De P, et al. Effect of socioeconomic status on hepatocellular carcinoma 
incidence and stage at diagnosis, a population-based cohort study. Liver Int. 2016 Jun;36(6):902-
10. doi: 10.1111/liv.12982. PMID: 26455359. Participants 
94.  Arai Y, Kawakita M, Okada Y, et al. Sexuality and fertility in long-term survivors of 
testicular cancer. J Clin Oncol. 1997 Apr;15(4):1444-8. doi: 10.1200/jco.1997.15.4.1444. PMID: 
9193338. Participants 
95.  Araque DVP, Bleyer A, Brito JP. Thyroid cancer in adolescents and young adults. Future 
Oncol. 2017 Jun;13(14):1253-61. doi: 10.2217/fon-2017-0024. PMID: 28617107. Study design 
96.  Arbes SJ, Jr., Olshan AF, Caplan DJ, et al. Factors contributing to the poorer survival of 
black Americans diagnosed with oral cancer (United States). Cancer Causes Control. 1999 
Dec;10(6):513-23. doi: 10.1023/a:1008911300100. PMID: 10616821. Participants 
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97.  Arch JJ, Carr AL. Using Mechanical Turk for research on cancer survivors. 
Psychooncology. 2017 Oct;26(10):1593-603. doi: 10.1002/pon.4173. PMID: 27283906. 
Participants 
98.  Arch JJ, Mitchell JL, Genung SR, et al. A randomized controlled trial of a group acceptance-
based intervention for cancer survivors experiencing anxiety at re-entry ('Valued Living'): study 
protocol. BMC Cancer. 2019;19(1):1-11. doi: 10.1186/s12885-019-5289-x. PMID: 134181079. 
Language: English. Entry Date: 20190502. Revision Date: 20190722. Publication Type: journal 
article. Participants 
99.  Arès I, Lebel S, Bielajew C. The impact of motherhood on perceived stress, illness 
intrusiveness and fear of cancer recurrence in young breast cancer survivors over time. Psychol 
Health. 2014;29(6):651-70. doi: 10.1080/08870446.2014.881998. PMID: 24410202. 
Participants 
100.  Aristizabal P, Sherer M, Perdomo BP, et al. Sociodemographic and clinical characteristics 
associated with vitamin D status in newly diagnosed pediatric cancer patients. Pediatr Hematol 
Oncol. 2020 May;37(4):314-25. doi: 10.1080/08880018.2020.1721629. PMID: 32153233. 
Intervention 
101.  Armstrong FD. Commentary: Implications of health status, health-related quality of life, 
and socio-economic outcomes in survivors of childhood brain tumor survivors. Neuro Oncol. 
2019 May 11;21(8):957-8. doi: 10.1093/neuonc/noz082. PMID: 31111904. Study design 
102.  Armstrong FD, Reaman GH. Psychological research in childhood cancer: the Children's 
Oncology Group perspective. J Pediatr Psychol. 2005 Jan-Feb;30(1):89-97. doi: 
10.1093/jpepsy/jsi020. PMID: 15610989. Intervention 
103.  Armstrong GT, Jain N, Liu W, et al. Region-specific radiotherapy and neuropsychological 
outcomes in adult survivors of childhood CNS malignancies. Neuro Oncol. 2010 
Nov;12(11):1173-86. doi: 10.1093/neuonc/noq104. PMID: 20716593. Intervention 
104.  Armstrong GT, Liu Q, Yasui Y, et al. Long-term outcomes among adult survivors of 
childhood central nervous system malignancies in the Childhood Cancer Survivor Study. J Natl 
Cancer Inst. 2009 Jul 1;101(13):946-58. doi: 10.1093/jnci/djp148. PMID: 19535780. 
Intervention 
105.  Armstrong GT, Liu Q, Yasui Y, et al. Long-term outcomes among adult survivors of 
childhood central nervous system malignancies in the Childhood Cancer Survivor Study. JNCI: 
Journal of the National Cancer Institute. 2009;101(13):946-58. doi: 10.1093/jnci/djp148. PMID: 
105380665. Language: English. Entry Date: 20090724. Revision Date: 20200708. Publication 
Type: journal article. Duplicate 
106.  Armstrong GT, Liu Q, Yasui Y, et al. Late Mortality Among 5-Year Survivors of 
Childhood Cancer: A Summary From the Childhood Cancer Survivor Study. Journal of Clinical 
Oncology. 2009;27(14):2328-38. doi: 10.1200/jco.2008.21.1425. PMID: 19332714. Intervention 
107.  Armstrong GT, Pan Z, Ness KK, et al. Temporal trends in cause-specific late mortality 
among 5-year survivors of childhood cancer. J Clin Oncol. 2010 Mar 1;28(7):1224-31. doi: 
10.1200/jco.2009.24.4608. PMID: 20124180. Participants 
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108.  Armstrong GT, Whitton JA, Gajjar A, et al. Abnormal timing of menarche in survivors of 
central nervous system tumors: A report from the Childhood Cancer Survivor Study. Cancer. 
2009 Jun 1;115(11):2562-70. doi: 10.1002/cncr.24294. PMID: 19309737. Intervention 
109.  Armuand GM, Rodriguez-Wallberg KA, Wettergren L, et al. Sex differences in fertility-
related information received by young adult cancer survivors. J Clin Oncol. 2012 Jun 
10;30(17):2147-53. doi: 10.1200/jco.2011.40.6470. PMID: 22585695. Participants 
110.  Arndt V, Merx H, Stegmaier C, et al. Restrictions in quality of life in colorectal cancer 
patients over three years after diagnosis: a population based study. Eur J Cancer. 2006 
Aug;42(12):1848-57. doi: 10.1016/j.ejca.2006.01.059. PMID: 16829069. Participants 
111.  Arndt V, Merx H, Stürmer T, et al. Age-specific detriments to quality of life among breast 
cancer patients one year after diagnosis. Eur J Cancer. 2004 Mar;40(5):673-80. doi: 
10.1016/j.ejca.2003.12.007. PMID: 15010067. Participants 
112.  Arnold M, Jiang L, Stefanick ML, et al. Duration of Adulthood Overweight, Obesity, and 
Cancer Risk in the Women's Health Initiative: A Longitudinal Study from the United States. 
PLoS Med. 2016 Aug;13(8):e1002081. doi: 10.1371/journal.pmed.1002081. PMID: 27529652. 
Participants 
113.  Arriaga-Cázares HE, Cázares-Bellazetin MA, Sánchez-Sánchez LM, et al. Alteraciones 
puberales en adolescentes con leucemia en fase de vigilancia. Gac Med Mex. 2017;153(7):903-6. 
doi: 10.24875/gmm.17003098. PMID: 29414952. Not English 
114.  Aryal KR, Perakath B, Morton DG. Hereditary colorectal cancer: screen the parents! 
Colorectal Dis. 2008 Oct;10(8):773-4. doi: 10.1111/j.1463-1318.2007.01414.x. PMID: 
18005191. Participants 
115.  Aschebrook-Kilfoy B, Caces DB, Ollberding NJ, et al. An upward trend in the age-specific 
incidence patterns for mantle cell lymphoma in the USA. Leuk Lymphoma. 2013 
Aug;54(8):1677-83. doi: 10.3109/10428194.2012.760041. PMID: 23350889. Participants 
116.  Aschebrook-Kilfoy B, Zheng T, Foss F, et al. Polymorphisms in immune function genes 
and non-Hodgkin lymphoma survival. Journal of Cancer Survivorship. 2012;6(1):102-14. doi: 
10.1007/s11764-010-0164-4. PMID: 104520503. Language: English. Entry Date: 20120629. 
Revision Date: 20200708. Publication Type: journal article. Outcome 
117.  Asdahl PH, Winther JF, Bonnesen TG, et al. The Adult Life After Childhood Cancer in 
Scandinavia (ALiCCS) Study: Design and Characteristics. Pediatr Blood Cancer. 2015 
Dec;62(12):2204-10. doi: 10.1002/pbc.25661. PMID: 26193842. Intervention 
118.  Asfar T, Dietz N, Arheart K, et al. Smoking behavior among adult childhood cancer 
survivors: what are we missing? Journal of Cancer Survivorship. 2016;10(1):131-41. doi: 
10.1007/s11764-015-0459-6. PMID: 112195559. Language: English. Entry Date: 20180720. 
Revision Date: 20180911. Publication Type: journal article. Duplicate 
119.  Asfar T, Dietz NA, Arheart KL, et al. Smoking behavior among adult childhood cancer 
survivors: what are we missing? J Cancer Surviv. 2016 Feb;10(1):131-41. doi: 10.1007/s11764-
015-0459-6. PMID: 26031234. Intervention 
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120.  Ashford JM, Netson KL, Clark KN, et al. Adaptive functioning of childhood brain tumor 
survivors following conformal radiation therapy. J Neurooncol. 2014 May;118(1):193-9. doi: 
10.1007/s11060-014-1420-7. PMID: 24658934. Outcome 
121.  Ashing-Giwa K, Rosales M. Recruitment and retention strategies of African American and 
Latina American breast cancer survivors in a longitudinal psycho-oncology study. Oncol Nurs 
Forum. 2012 Sep;39(5):E434-42. doi: 10.1188/12.Onf.E434-e442. PMID: 22940523. 
Participants 
122.  Ashing-Giwa K, Rosales M, Lai L, et al. Depressive symptomatology among Latina breast 
cancer survivors. Psychooncology. 2013 Apr;22(4):845-53. doi: 10.1002/pon.3084. PMID: 
22544458. Participants 
123.  Ashing-Giwa KT, Lim JW, Tang J. Surviving cervical cancer: does health-related quality 
of life influence survival? Gynecol Oncol. 2010 Jul;118(1):35-42. doi: 
10.1016/j.ygyno.2010.02.027. PMID: 20382414. Participants 
124.  Ashing-Giwa KT, Padilla G, Tejero J, et al. Understanding the breast cancer experience of 
women: a qualitative study of African American, Asian American, Latina and Caucasian cancer 
survivors. Psychooncology. 2004 Jun;13(6):408-28. doi: 10.1002/pon.750. PMID: 15188447. 
Participants 
125.  Ashktorab H, Vilmenay K, Brim H, et al. Colorectal Cancer in Young African Americans: 
Is It Time to Revisit Guidelines and Prevention? Dig Dis Sci. 2016 Oct;61(10):3026-30. doi: 
10.1007/s10620-016-4207-1. PMID: 27278956. Participants 
126.  Ashley L, Marti J, Jones H, et al. Illness perceptions within 6 months of cancer diagnosis 
are an independent prospective predictor of health-related quality of life 15 months post-
diagnosis. Psychooncology. 2015 Nov;24(11):1463-70. doi: 10.1002/pon.3812. PMID: 
25946704. Participants 
127.  Askins MA, Sahler OJ, Sherman SA, et al. Report from a multi-institutional randomized 
clinical trial examining computer-assisted problem-solving skills training for English- and 
Spanish-speaking mothers of children with newly diagnosed cancer. J Pediatr Psychol. 2009 
Jun;34(5):551-63. doi: 10.1093/jpepsy/jsn124. PMID: 19091804. Participants 
128.  Attai DJ, Cowher MS, Al-Hamadani M, et al. Twitter Social Media is an Effective Tool for 
Breast Cancer Patient Education and Support: Patient-Reported Outcomes by Survey. J Med 
Internet Res. 2015 Jul 30;17(7):e188. doi: 10.2196/jmir.4721. PMID: 26228234. Participants 
129.  Atwood KCt. Patients have a "CAM" knowledge gap--but who will fill it? Am J Hematol. 
2009 Dec;84(12):788-9. doi: 10.1002/ajh.21563. PMID: 19877109. Participants 
130.  Aukema EJ, Last BF, Schouten-van Meeteren AY, et al. Explorative study on the aftercare 
of pediatric brain tumor survivors: a parents' perspective. Support Care Cancer. 2011 
Oct;19(10):1637-46. doi: 10.1007/s00520-010-0995-6. PMID: 20924614. Intervention 
131.  Austin D. PATIENT CARE. Science of Caring. 2016:2-. PMID: 124441351. Language: 
English. Entry Date: 20171019. Revision Date: 20171019. Publication Type: Article. Study 
design 
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132.  Austin H, Henley SJ, King J, et al. Changes in colorectal cancer incidence rates in young 
and older adults in the United States: what does it tell us about screening. Cancer Causes 
Control. 2014 Feb;25(2):191-201. doi: 10.1007/s10552-013-0321-y. PMID: 24249437. 
Participants 
133.  Austin MT, Hamilton E, Zebda D, et al. Health disparities and impact on outcomes in 
children with primary central nervous system solid tumors. J Neurosurg Pediatr. 2016 
Nov;18(5):585-93. doi: 10.3171/2016.5.Peds15704. PMID: 27540957. Intervention 
134.  Authority NSH, Institute CBHCR. A Feasibility Study of an Online Intervention for Sexual 
Rehabilitation in Prostate Cancer. 2012. Participants 
135.  Avila J, Kuo Y-F, Rodriguez A, et al. Preventive services use among female survivors of 
adolescent and young adult cancer. Journal of Cancer Survivorship. 2017;11(2):167-74. doi: 
10.1007/s11764-016-0575-y. PMID: 121919982. Language: English. Entry Date: 20170919. 
Revision Date: 20181026. Publication Type: journal article. Journal Subset: Biomedical. 
Duplicate 
136.  Avila JC, Livingston JA, Rodriguez AM, et al. Disparities in Adolescent and Young Adult 
Sarcoma Survival: Analyses of the Texas Cancer Registry and the National SEER Data. Journal 
of Adolescent & Young Adult Oncology. 2018;7(6):681-7. doi: 10.1089/jayao.2018.0034. 
PMID: 133478691. Language: English. Entry Date: 20181217. Revision Date: 20200205. 
Publication Type: Article. Duplicate 
137.  Avila JC, Livingston JA, Rodriguez AM, et al. Disparities in Adolescent and Young Adult 
Sarcoma Survival: Analyses of the Texas Cancer Registry and the National SEER Data. J 
Adolesc Young Adult Oncol. 2018 Dec;7(6):681-7. doi: 10.1089/jayao.2018.0034. PMID: 
30096005. Participants 
138.  Avilés A, Neri N, Nambo MJ. Hematological malignancies and pregnancy: treat or no treat 
during first trimester. Int J Cancer. 2012 Dec 1;131(11):2678-83. doi: 10.1002/ijc.27560. PMID: 
22511239. Participants 
139.  Ayanian JZ, Zaslavsky AM, Arora NK, et al. Patients' experiences with care for lung 
cancer and colorectal cancer: findings from the Cancer Care Outcomes Research and 
Surveillance Consortium. J Clin Oncol. 2010 Sep 20;28(27):4154-61. doi: 
10.1200/jco.2009.27.3268. PMID: 20713876. Participants 
140.  Ayanian JZ, Zaslavsky AM, Arora NK, et al. Patients' experiences with care for lung 
cancer and colorectal cancer: findings from the Cancer Care Outcomes Research and 
Surveillance Consortium. Journal of Clinical Oncology. 2010;28(27):4154-61. doi: 
10.1200/JCO.2009.27.3268. PMID: 105104945. Language: English. Entry Date: 20101029. 
Revision Date: 20200708. Publication Type: journal article. Duplicate 
141.  Aycinena AC, Valdovinos C, Crew KD, et al. Barriers to Recruitment and Adherence in a 
Randomized Controlled Diet and Exercise Weight Loss Intervention Among Minority Breast 
Cancer Survivors. J Immigr Minor Health. 2017 Feb;19(1):120-9. doi: 10.1007/s10903-015-
0310-1. PMID: 26801931. Participants 
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142.  Baddour Jr HM, Fedewa SA, Chen AY, et al. Five- and 10-Year Cause-Specific Survival 
Rates in Carcinoma of the Minor Salivary Gland. JAMA Otolaryngology-Head & Neck Surgery. 
2016;142(1):67-73. doi: 10.1001/jamaoto.2015.2805. PMID: 112446111. Language: English. 
Entry Date: 20160521. Revision Date: 20190628. Publication Type: journal article. Participants 
143.  Badr H, Carmack CL, Diefenbach MA. Psychosocial interventions for patients and 
caregivers in the age of new communication technologies: opportunities and challenges in cancer 
care. Journal of Health Communication. 2015;20(3):328-42. doi: 
10.1080/10810730.2014.965369. PMID: 109778479. Language: English. Entry Date: 20150923. 
Revision Date: 20200708. Publication Type: journal article. Participants 
144.  Badr H, Chandra J, Paxton RJ, et al. Health-related quality of life, lifestyle behaviors, and 
intervention preferences of survivors of childhood cancer. Journal of Cancer Survivorship. 2013 
Dec 2013 
2019-11-14;7(4):523-34. doi: http://dx.doi.org/10.1007/s11764-013-0289-3. PMID: 
1501841579; 2013-41613-002. Intervention 
145.  Baenziger J, Roser K, Mader L, et al. Can the theory of planned behavior help explain 
attendance to follow-up care of childhood cancer survivors? Psychooncology. 2018 
Jun;27(6):1501-8. doi: 10.1002/pon.4680. PMID: 29473254. Outcome 
146.  Baenziger J, Roser K, Mader L, et al. Can the theory of planned behavior help explain 
attendance to follow-up care of childhood cancer survivors? Psycho-Oncology. 2018;27(6):1501-
8. doi: 10.1002/pon.4680. PMID: 129957298. Language: English. Entry Date: 20190519. 
Revision Date: 20190718. Publication Type: journal article. Duplicate 
147.  Baerlocher GM, Rovó A, Müller A, et al. Cellular senescence of white blood cells in very 
long-term survivors after allogeneic hematopoietic stem cell transplantation: the role of chronic 
graft-versus-host disease and female donor sex. Blood. 2009 Jul 2;114(1):219-22. doi: 
10.1182/blood-2009-03-209833. PMID: 19411630. Participants 
148.  Bailey C, Richardson LC, Allemani C, et al. Adult leukemia survival trends in the United 
States by subtype: A population-based registry study of 370,994 patients diagnosed during 1995-
2009. Cancer. 2018 Oct 1;124(19):3856-67. doi: 10.1002/cncr.31674. PMID: 30343495. 
Participants 
149.  Bailey MB, Shiau R, Zola J, et al. San Francisco hep B free: a grassroots community 
coalition to prevent hepatitis B and liver cancer. J Community Health. 2011 Aug;36(4):538-51. 
doi: 10.1007/s10900-010-9339-1. PMID: 21125320. Participants 
150.  Bajnóczky K, Khezri S, Kajtár P, et al. No chromosomal instability in offspring of 
survivors of childhood malignancy. Cancer Genet Cytogenet. 1999 Feb;109(1):79-80. doi: 
10.1016/s0165-4608(98)00146-0. PMID: 9973966. Participants 
151.  Baker F, Zabora J, Polland A, et al. Reintegration after bone marrow transplantation. 
Cancer Practice. 1999;7(4):190-7. doi: 10.1046/j.1523-5394.1999.74005.x. PMID: 107223314. 
Language: English. Entry Date: 19991101. Revision Date: 20200708. Publication Type: Journal 
Article. Intervention 
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152.  Baker KS, Gurney JG, Ness KK, et al. Late effects in survivors of chronic myeloid 
leukemia treated with hematopoietic cell transplantation: results from the Bone Marrow 
Transplant Survivor Study. Blood. 2004 Sep 15;104(6):1898-906. doi: 10.1182/blood-2004-03-
1010. PMID: 15172972. Participants 
153.  Balen R, Fielding D, Lewis IJ. An activity week for children with cancer: who wants to go 
and why? Child Care Health Dev. 1998 Mar;24(2):169-77. doi: 10.1046/j.1365-
2214.1998.00062.x. PMID: 9544445. Study design 
154.  Baltrusch HJ, Waltz M. Cancer from a biobehavioural and social epidemiological 
perspective. Soc Sci Med. 1985;20(8):789-94. doi: 10.1016/0277-9536(85)90332-6. PMID: 
3890192. Participants 
155.  Banegas MP, Guy GP, Jr., de Moor JS, et al. For Working-Age Cancer Survivors, Medical 
Debt And Bankruptcy Create Financial Hardships. Health Aff (Millwood). 2016 Jan;35(1):54-
61. doi: 10.1377/hlthaff.2015.0830. PMID: 26733701. Participants 
156.  Banerjee SC, D'Agostino TA, Gordon ML, et al. "It's Not JUST Skin Cancer": 
Understanding Their Cancer Experience From Melanoma Survivor Narratives Shared Online. 
Health Communication. 2018;33(2):188-201. doi: 10.1080/10410236.2016.1250707. PMID: 
126796613. Language: English. Entry Date: 20171219. Revision Date: 20191101. Publication 
Type: Article. Participants 
157.  Bann CM, Treiman K, Squiers L, et al. Cancer Survivors' Use of Fertility Preservation. J 
Womens Health (Larchmt). 2015 Dec;24(12):1030-7. doi: 10.1089/jwh.2014.5160. PMID: 
26375046. Participants 
158.  Banner LM, Mackie EJ, Hill JW. Family relationships in survivors of childhood cancer: 
resource or restraint? Patient Educ Couns. 1996 Jul;28(2):191-9. doi: 10.1016/0738-
3991(96)00901-9. PMID: 8852094. Outcome 
159.  Bao PP, Lu W, Cui Y, et al. Ginseng and Ganoderma lucidum use after breast cancer 
diagnosis and quality of life: a report from the Shanghai Breast Cancer Survival Study. PLoS 
One. 2012;7(6):e39343. doi: 10.1371/journal.pone.0039343. PMID: 22745737. Participants 
160.  Baquet CR, Commiskey P. Socioeconomic factors and breast carcinoma in multicultural 
women. Cancer. 2000 Mar 1;88(5 Suppl):1256-64. doi: 10.1002/(sici)1097-
0142(20000301)88:5+<1256::aid-cncr13>3.0.co;2-3. PMID: 10705364. Participants 
161.  Barakat LP, Alderfer MA, Kazak AE. Posttraumatic growth in adolescent survivors of 
cancer and their mothers and fathers. J Pediatr Psychol. 2006 May;31(4):413-9. doi: 
10.1093/jpepsy/jsj058. PMID: 16093518. Intervention 
162.  Barakat LP, Kazak AE, Meadows AT, et al. Families surviving childhood cancer: a 
comparison of posttraumatic stress symptoms with families of healthy children. J Pediatr 
Psychol. 1997 Dec;22(6):843-59. doi: 10.1093/jpepsy/22.6.843. PMID: 9494321. Outcome 
163.  Barakat LP, Li Y, Hobbie WL, et al. Health-related quality of life of adolescent and young 
adult survivors of childhood brain tumors. Psychooncology. 2015 Jul;24(7):804-11. doi: 
10.1002/pon.3649. PMID: 25111013. Intervention 
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164.  Barakat LP, Schwartz LA, Szabo MM, et al. Factors that contribute to post-treatment 
follow-up care for survivors of childhood cancer. Journal of Cancer Survivorship. 
2012;6(2):155-62. doi: 10.1007/s11764-011-0206-6. PMID: 104547346. Language: English. 
Entry Date: 20120907. Revision Date: 20200708. Publication Type: journal article. Duplicate 
165.  Barbarin OA. Psychosocial risks and invulnerability: A review of the theoretical and 
empirical bases of preventive family-focused services for survivors of childhood cancer. Journal 
of Psychosocial Oncology. 1987 Jan 1987 - Mar 
Jan 1987 - Mar 1987 
2017-09-26;5(4):25-41. doi: http://dx.doi.org/10.1300/J077v05n04_03. PMID: 617541652; 
1989-08989-001. Outcome 
166.  Barbosa-Cortés L, López-Alarcón M, Mejía-Aranguré JM, et al. Adipokines, insulin 
resistance, and adiposity as a predictors of metabolic syndrome in child survivors of lymphoma 
and acute lymphoblastic leukemia of a developing country. BMC Cancer. 2017 Feb 
13;17(1):125. doi: 10.1186/s12885-017-3097-8. PMID: 28193268. Setting 
167.  Barboza GE, Dominguez S. A sequential logit model of caretakers' decision to vaccinate 
children for the human papillomavirus virus in the general population. Prev Med. 2016 
Apr;85:84-9. doi: 10.1016/j.ypmed.2016.01.010. PMID: 26825760. Participants 
168.  Barchuk A, Bespalov A, Huhtala H, et al. Breast and cervical cancer incidence and 
mortality trends in Russia 1980-2013. Cancer Epidemiol. 2018 Aug;55:73-80. doi: 
10.1016/j.canep.2018.05.008. PMID: 29843073. Participants 
169.  Barlevy D, Elger BS, Wangmo T, et al. Adolescent oncofertility discussions: 
Recommendations from a systematic literature review. AJOB Empir Bioeth. 2017 Apr-
Jun;8(2):106-15. doi: 10.1080/23294515.2017.1305006. PMID: 28949840. Participants 
170.  Barnea D, Raghunathan N, Friedman DN, et al. Obesity and Metabolic Disease After 
Childhood Cancer. Oncology (Williston Park). 2015 Nov;29(11):849-55. PMID: 26568532. 
Outcome 
171.  Barnes JM, Brown DS, Harris JK, et al. Impact of the affordable care act dependent 
coverage provision on young adult cancer patient insurance coverage by sociodemographic and 
economic characteristics. Cancer Causes Control. 2020 Jan;31(1):33-42. doi: 10.1007/s10552-
019-01246-3. PMID: 31696421. Participants 
172.  Barnett M, McDonnell G, DeRosa A, et al. Psychosocial outcomes and interventions 
among cancer survivors diagnosed during adolescence and young adulthood (AYA): a 
systematic review. Journal of Cancer Survivorship. 2016;10(5):814-31. doi: 10.1007/s11764-
016-0527-6. PMID: 118022463. Language: English. Entry Date: 20180724. Revision Date: 
20180901. Publication Type: journal article. Participants 
173.  Barnett M, McDonnell G, DeRosa A, et al. Psychosocial outcomes and interventions 
among cancer survivors diagnosed during adolescence and young adulthood (AYA): A 
systematic review. Journal of Cancer Survivorship. 2016 Oct 2016 
2017-09-25;10(5):814-31. doi: http://dx.doi.org/10.1007/s11764-016-0527-6. PMID: 
1850191397; 2016-43999-003. Duplicate 
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174.  Baroff M. Steps Through OC: Early Findings from a National Pilot to Deliver Virtual, 
Individualized Psychosocial Support to Ovarian Cancer Survivors and Caregivers...Tenth Annual 
AONN+ Navigation & Survivorship Conference, November 6-10, 2019, Nashville, TN. Journal 
of Oncology Navigation & Survivorship. 2019;10(11):471-. PMID: 139253118. Language: 
English. Entry Date: 20191105. Revision Date: 20191105. Publication Type: Article. 
Participants 
175.  Barrera M, Alam R, D'Agostino NM, et al. Parental perceptions of siblings' grieving after a 
childhood cancer death: a longitudinal study. Death Stud. 2013 Jan;37(1):25-46. doi: 
10.1080/07481187.2012.678262. PMID: 24600719. Participants 
176.  Barrera M, Andrews GS, Burnes D, et al. Age differences in perceived social support by 
paediatric haematopoietic progenitor cell transplant patients: a longitudinal study. Child: Care, 
Health & Development. 2008;34(1):19-24. PMID: 105877157. Language: English. Entry Date: 
20080404. Revision Date: 20150711. Publication Type: Journal Article. Outcome 
177.  Barrera M, Atenafu E, Andrews GS, et al. Factors related to changes in cognitive, 
educational and visual motor integration in children who undergo hematopoietic stem cell 
transplant. J Pediatr Psychol. 2008 Jun;33(5):536-46. doi: 10.1093/jpepsy/jsm080. PMID: 
17962337. Outcome 
178.  Barrera M, Atenafu E, Schulte F, et al. Determinants of social competence in pediatric 
brain tumor survivors who participated in an intervention study. Supportive Care in Cancer. 
2017;25(9):2891-8. doi: 10.1007/s00520-017-3708-6. PMID: 124297491. Language: English. 
Entry Date: 20180720. Revision Date: 20191029. Publication Type: journal article. Duplicate 
179.  Barrera M, Atenafu EG, Schulte F, et al. Determinants of social competence in pediatric 
brain tumor survivors who participated in an intervention study. Support Care Cancer. 2017 
Sep;25(9):2891-8. doi: 10.1007/s00520-017-3708-6. PMID: 28411324. Outcome 
180.  Barrera M, Atenafu EG, Schulte F, et al. Determinants of quality of life outcomes for 
survivors of pediatric brain tumors. Pediatr Blood Cancer. 2017 Sep;64(9). doi: 
10.1002/pbc.26481. PMID: 28296130. Outcome 
181.  Barrera M, Atenafu EG, Sung L, et al. A randomized control intervention trial to improve 
social skills and quality of life in pediatric brain tumor survivors. Psycho-Oncology. 
2018;27(1):91-8. doi: 10.1002/pon.4385. PMID: 127502514. Language: English. Entry Date: 
20190130. Revision Date: 20190513. Publication Type: journal article. Intervention 
182.  Barrera M, Neville A, Purdon L, et al. "It's Just for Us!" Perceived Benefits of Participation 
in a Group Intervention for Siblings of Children With Cancer. J Pediatr Psychol. 2018 Oct 
1;43(9):995-1003. doi: 10.1093/jpepsy/jsy026. PMID: 29771382. Participants 
183.  Barrera M, Schulte F. A group social skills intervention program for survivors of childhood 
brain tumors. J Pediatr Psychol. 2009 Nov-Dec;34(10):1108-18. doi: 10.1093/jpepsy/jsp018. 
PMID: 19321717. Participants 
184.  Barrera M, Shaw AK, Speechley KN, et al. Educational and social late effects of childhood 
cancer and related clinical, personal, and familial characteristics. Cancer. 2005 Oct 
15;104(8):1751-60. doi: 10.1002/cncr.21390. PMID: 16130127. Outcome 
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of lower extremity bone tumors. Pediatr Blood Cancer. 2010 Dec 15;55(7):1370-6. doi: 
10.1002/pbc.22761. PMID: 20730883. Outcome 
186.  Barrera M, Teall T, Barr R, et al. Health related quality of life in adolescent and young 
adult survivors of lower extremity bone tumors. Pediatr Blood Cancer. 2012 Feb;58(2):265-73. 
doi: 10.1002/pbc.23017. PMID: 21319288. Intervention 
187.  Barrera MEC, Schulte FSM. Factors influencing the social and emotional functioning of 
childhood brain tumor survivors...American Psychosocial Oncology Society (APOS) Third 
Annual Conference, Amelia Island, Florida, 16th-19th February 2006. Psycho-Oncology. 
2006;15:S40-S. PMID: 106016036. Language: English. Entry Date: 20071207. Revision Date: 
20150711. Publication Type: Journal Article. Study design 
188.  Barrington-Trimis JL, Cockburn M, Metayer C, et al. Trends in childhood leukemia 
incidence over two decades from 1992 to 2013. Int J Cancer. 2017 Mar 1;140(5):1000-8. doi: 
10.1002/ijc.30487. PMID: 27778348. Study design 
189.  Barsaglini RA, Soares B. [Impacts of long-term illness: experience of young adults with 
Acute Myeloid Leukemia]. Cien Saude Colet. 2018 Feb;23(2):399-408. doi: 10.1590/1413-
81232018232.15442017. PMID: 29412398. Not English 
190.  Barton SE, Najita JS, Ginsburg ES, et al. Infertility, infertility treatment, and achievement 
of pregnancy in female survivors of childhood cancer: a report from the Childhood Cancer 
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2045(13)70251-1. PMID: 23856401. Intervention 
191.  Bashore L, Bender J. Evaluation of the Utility of a Transition Workbook in Preparing 
Adolescent and Young Adult Cancer Survivors for Transition to Adult Services. Journal of 
Pediatric Oncology Nursing. 2016;33(2):111-8. doi: 10.1177/1043454215590102. PMID: 
112802698. Language: English. Entry Date: 20160324. Revision Date: 20180516. Publication 
Type: Article. Duplicate 
192.  Bashore L, Bender J. Benefits of Attending a Weekend Childhood Cancer Survivor Family 
Retreat. J Nurs Scholarsh. 2017 Sep;49(5):521-8. doi: 10.1111/jnu.12320. PMID: 28719110. 
Intervention 
193.  Bass Iii PF. Living past cancer Late effects and long-term care. Contemporary Pediatrics. 
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20191111. Publication Type: Article. Study design 
194.  Bass SB, Leader A, Shwarz M, et al. Correlates to Human Papillomavirus Vaccination 
Status and Willingness to Vaccinate in Low-Income Philadelphia High School Students. J Sch 
Health. 2015 Aug;85(8):527-35. doi: 10.1111/josh.12284. PMID: 26149308. Participants 
195.  Bateman LB, Blakemore S, Koneru A, et al. Barriers and Facilitators to Cervical Cancer 
Screening, Diagnosis, Follow-Up Care and Treatment: Perspectives of Human 
Immunodeficiency Virus-Positive Women and Health Care Practitioners in Tanzania. 
Oncologist. 2019 Jan;24(1):69-75. doi: 10.1634/theoncologist.2017-0444. PMID: 29934410. 
Participants 
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196.  Batra A, Kumari M, Paul R, et al. Quality of Life Assessment in Retinoblastoma: A Cross-
Sectional Study of 122 Survivors from India. Pediatr Blood Cancer. 2016 Feb;63(2):313-7. doi: 
10.1002/pbc.25781. PMID: 26488435. Intervention 
197.  Battles HB, Wiener LS. From adolescence through young adulthood: psychosocial 
adjustment associated with long-term survival of HIV. J Adolesc Health. 2002 Mar;30(3):161-8. 
doi: 10.1016/s1054-139x(01)00341-x. PMID: 11869922. Participants 
198.  Bava L, Johns A, Freyer DR, et al. Development of a Culturally Competent Service to 
Improve Academic Functioning for Latino Survivors of Acute Lymphoblastic Leukemia: 
Methodological Considerations. J Pediatr Oncol Nurs. 2017 May/Jun;34(3):222-9. doi: 
10.1177/1043454216676837. PMID: 27889691. Study design 
199.  Bava L, Johns A, Kayser K, et al. Cognitive outcomes among Latino survivors of 
childhood acute lymphoblastic leukemia and lymphoma: A cross-sectional cohort study using 
culturally competent, performance-based assessment. Pediatr Blood Cancer. 2018 Feb;65(2). doi: 
10.1002/pbc.26844. PMID: 28988412. Intervention 
200.  Bazzi AR, Clark MA, Winter MR, et al. Resilience Among Breast Cancer Survivors of 
Different Sexual Orientations. LGBT Health. 2018 Jul;5(5):295-302. doi: 
10.1089/lgbt.2018.0019. PMID: 29878863. Participants 
201.  Beckwitt KE. Surviving survivorship: adults surviving childhood cancers experiences: 
American University; 2010. Outcome 
202.  Bedway AJ, Smith LH. "For kids only": Development of a program for children from 
families with a cancer patient. Journal of Psychosocial Oncology. 1996 1996 
2017-09-25;14(4):19-28. doi: http://dx.doi.org/10.1300/J077v14n04_02. PMID: 619054230; 
1997-03667-002. Participants 
203.  Beek L, Schappin R, Gooskens R, et al. Surviving a brain tumor in childhood: impact on 
family functioning in adolescence. Psychooncology. 2015 Jan;24(1):89-94. doi: 
10.1002/pon.3599. PMID: 25044740. Intervention 
204.  Behringer K, Goergen H, Müller H, et al. Cancer-Related Fatigue in Patients With and 
Survivors of Hodgkin Lymphoma: The Impact on Treatment Outcome and Social Reintegration. 
Journal of Clinical Oncology. 2016;34(36):4329-37. doi: 10.1200/JCO.2016.67.7450. PMID: 
120356460. Language: English. Entry Date: 20170817. Revision Date: 20190708. Publication 
Type: journal article. Outcome 
205.  Bell CJ, Bell RA, Zebrack B, et al. Measuring Development of Adolescent and Young 
Adult Cancer Patients: An Integrative Review of Available Instruments. J Adolesc Young Adult 
Oncol. 2018 Jun;7(3):270-82. doi: 10.1089/jayao.2017.0127. PMID: 29425060. Outcome 
206.  Belle F, Wengenroth L, Weiss A, et al. Low adherence to dietary recommendations in adult 
childhood cancer survivors. Clin Nutr. 2017 Oct;36(5):1266-74. doi: 10.1016/j.clnu.2016.08.012. 
PMID: 28277304. Intervention 
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10.1002/cncr.31599. PMID: 30119140. Intervention 
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Cardiovascular Risk Profiles in Childhood Cancer Survivors: The SCCSS-Nutrition Study. 
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211.  Bellizzi KM, Smith A, Schmidt S, et al. Positive and negative psychosocial impact of being 
diagnosed with cancer as an adolescent or young adult. Cancer. 2012 2012 Oct 15 
2017-09-25;118(20):5155-62. doi: http://dx.doi.org/10.1002/cncr.27512. PMID: 1269432234; 
2012-27443-030. Duplicate 
212.  Belpame N, Kars MC, Beeckman D, et al. "The AYA Director": A Synthesizing Concept 
to Understand Psychosocial Experiences of Adolescents and Young Adults With Cancer. Cancer 
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Participants 
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10.1097/ncc.0000000000000501. PMID: 28481777. Participants 
214.  Belpame N, Kars MC, Deslypere E, et al. Living as a Cancer Survivor: A Qualitative Study 
on the Experiences of Belgian Adolescents and Young Adults (AYAs) after Childhood Cancer. 
Journal of Pediatric Nursing. 2019;49:e29-e35. doi: 10.1016/j.pedn.2019.07.015. PMID: 
140957507. Language: English. Entry Date: 20200103. Revision Date: 20200106. Publication 
Type: Article. Outcome 
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and Relationships between Local-Level Segregation and Breast Cancer Survival. Cancer 
Epidemiol Biomarkers Prev. 2017 Apr;26(4):516-24. doi: 10.1158/1055-9965.Epi-16-0926. 
PMID: 28325737. Participants 
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survivors 2 years after diagnosis-the national VICAN survey. J Cancer Surviv. 2016 
Jun;10(3):600-9. doi: 10.1007/s11764-015-0506-3. PMID: 26685697. Participants 
217.  Ben Charif A, Bouhnik AD, Rey D, et al. Satisfaction with fertility- and sexuality-related 
information in young women with breast cancer--ELIPPSE40 cohort. BMC Cancer. 2015 Aug 
5;15:572. doi: 10.1186/s12885-015-1542-0. PMID: 26239242. Participants 
218.  Bender JL, Wiljer D, To MJ, et al. Testicular cancer survivors' supportive care needs and 
use of online support: a cross-sectional survey. Support Care Cancer. 2012 Nov;20(11):2737-46. 
doi: 10.1007/s00520-012-1395-x. PMID: 22382589. Participants 
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Revision Date: 20200708. Publication Type: journal article. Duplicate 
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10.1177/2055207619867223. PMID: 31431827. Participants 
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222.  Benedict C, Thom B, Friedman DN, et al. Fertility information needs and concerns post-
treatment contribute to lowered quality of life among young adult female cancer survivors. 
Support Care Cancer. 2018 Jul;26(7):2209-15. doi: 10.1007/s00520-017-4006-z. PMID: 
29387996. Participants 
223.  Bentzen J, Krarup AF, Castberg IM, et al. Determinants of sunbed use in a population of 
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10.1097/CEJ.0b013e3283581934. PMID: 22895295. Participants 
224.  Berbis J, Michel G, Baruchel A, et al. Cohort Profile: the French childhood cancer survivor 
study for leukaemia (LEA Cohort). International Journal of Epidemiology. 2015;44(1):49-57. 
doi: 10.1093/ije/dyu031. PMID: 109704164. Language: English. Entry Date: 20150923. 
Revision Date: 20200708. Publication Type: journal article. Duplicate 
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English. Entry Date: 20171020. Revision Date: 20190603. Publication Type: Article. 
Participants 
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Cancer Treatment and Follow-Up Care and Perceptions of Barriers to Engaging in 
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0853-9. PMID: 117509951. Language: English. Entry Date: 20180220. Revision Date: 
20170901. Publication Type: journal article. Journal Subset: Biomedical. Duplicate 
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30978589. Participants 
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survivors. ASCO Connection. 2011;2(3):18-22. PMID: 108262059. Language: English. Entry 
Date: 20111007. Revision Date: 20150712. Publication Type: Journal Article. Study design 
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Study design 
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Outcome 
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doi: 10.1111/1475-6773.12282. PMID: 25600956. Duplicate 
355.  Casillas J, Syrjala KL, Ganz PA, et al. How confident are young adult cancer survivors in 
managing their survivorship care? A report from the LIVESTRONG <sup>TM</sup> 
Survivorship Center of Excellence Network. Journal of Cancer Survivorship. 2011 Dec 2011 
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following chemotherapy in long-term survivors of childhood malignancies. Support Care Cancer. 
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May;26(3):404-11. doi: 10.1111/hsc.12528. PMID: 29243355. Participants 
387.  Chan CW, Choi KC, Chien WT, et al. Health-related quality-of-life and psychological 
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pre-treatment counseling in gynecologic cancer patients. J Cancer Surviv. 2017 Feb;11(1):58-63. 
doi: 10.1007/s11764-016-0563-2. PMID: 27480882. Intervention 
392.  Chan SF, Hoag JA, Karst JS, et al. Social adjustment of adolescent cancer patients 
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2016 Jan;105(1):202-7.e1-2. doi: 10.1016/j.fertnstert.2015.09.031. PMID: 26474733. 
Participants 
431.  Choi Y-N, Kim Y-A, Yun YH, et al. Suicide ideation in stomach cancer survivors and 
possible risk factors. Supportive Care in Cancer. 2014;22(2):331-7. doi: 10.1007/s00520-013-
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36. doi: 10.1007/s00520-016-3157-7. PMID: 26988228. Participants 
442.  Christen S, Weishaupt E, Vetsch J, et al. Perceived information provision and information 
needs in adolescent and young adult cancer survivors. Eur J Cancer Care (Engl). 2019 
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10.1016/j.clml.2015.06.005. PMID: 26198444. Participants 
511.  Cruz-Correa M, Diaz-Algorri Y, Mendez V, et al. Clinical characterization and mutation 
spectrum in Hispanic families with adenomatous polyposis syndromes. Fam Cancer. 2013 
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685.  Fintel AE, Jamy O, Martin MG. Influence of insurance and marital status on outcomes of 
adolescents and young adults with acute lymphoblastic leukemia. Clin Lymphoma Myeloma 
Leuk. 2015 Jun;15(6):364-7. doi: 10.1016/j.clml.2014.12.006. PMID: 25592548. Outcome 
686.  Fitzmaurice C, Abate D, Abbasi N, et al. Global, Regional, and National Cancer Incidence, 
Mortality, Years of Life Lost, Years Lived With Disability, and Disability-Adjusted Life-Years 
for 29 Cancer Groups, 1990 to 2017: A Systematic Analysis for the Global Burden of Disease 
Study. JAMA Oncol. 2019 Sep 27;5(12):1749-68. doi: 10.1001/jamaoncol.2019.2996. PMID: 
31560378. Participants 
687.  Fitzmaurice C, Akinyemiju TF, Al Lami FH, et al. Global, Regional, and National Cancer 
Incidence, Mortality, Years of Life Lost, Years Lived With Disability, and Disability-Adjusted 
Life-Years for 29 Cancer Groups, 1990 to 2016: A Systematic Analysis for the Global Burden of 
Disease Study. JAMA Oncol. 2018 Nov 1;4(11):1553-68. doi: 10.1001/jamaoncol.2018.2706. 
PMID: 29860482. Participants 
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688.  Fitzmaurice C, Allen C, Barber RM, et al. Global, Regional, and National Cancer 
Incidence, Mortality, Years of Life Lost, Years Lived With Disability, and Disability-Adjusted 
Life-years for 32 Cancer Groups, 1990 to 2015: A Systematic Analysis for the Global Burden of 
Disease Study. JAMA Oncol. 2017 Apr 1;3(4):524-48. doi: 10.1001/jamaoncol.2016.5688. 
PMID: 27918777. Participants 
689.  Flink DM, Kondapalli LA, Kellar-Guenther Y. Priorities in fertility decisions for 
reproductive-aged cancer patients: Fertility attitudes and cancer treatment study. Journal of 
Adolescent and Young Adult Oncology. 2017 Sep 2017 
2018-02-15;6(3):435-43. PMID: 2002263248; 2017-41726-008. Outcome 
690.  Florin TA, Fryer GE, Miyoshi T, et al. Physical inactivity in adult survivors of childhood 
acute lymphoblastic leukemia: a report from the childhood cancer survivor study. Cancer 
Epidemiol Biomarkers Prev. 2007 Jul;16(7):1356-63. doi: 10.1158/1055-9965.EPI-07-0048. 
PMID: 17627001. Outcome 
691.  Fluchel M, Horsman JR, Furlong W, et al. Self and proxy-reported health status and health-
related quality of life in survivors of childhood cancer in Uruguay. Pediatr Blood Cancer. 2008 
Apr;50(4):838-43. doi: 10.1002/pbc.21299. PMID: 17635006. Intervention 
692.  Foley GV. The patient's child. The forgotten survivor. Cancer Pract. 2000 Mar-
Apr;8(2):58. doi: 10.1046/j.1523-5394.2000.82002.x. PMID: 11898177. Study design 
693.  Follin C, Thilén U, Osterberg K, et al. Cardiovascular risk, cardiac function, physical 
activity, and quality of life with and without long-term growth hormone therapy in adult 
survivors of childhood acute lymphoblastic leukemia. J Clin Endocrinol Metab. 2010 
Aug;95(8):3726-35. doi: 10.1210/jc.2010-0117. PMID: 20484480. Outcome 
694.  Font-Gonzalez A, Feijen EL, Sieswerda E, et al. Social outcomes in adult survivors of 
childhood cancer compared to the general population: linkage of a cohort with population 
registers. Psychooncology. 2016 Aug;25(8):933-41. doi: 10.1002/pon.4040. PMID: 26592199. 
Intervention 
695.  Font‐Gonzalez A, Feijen E, Sieswerda E, et al. Social outcomes in adult survivors of 
childhood cancer compared to the general population: linkage of a cohort with population 
registers. Psycho-Oncology. 2016;25(8):933-41. doi: 10.1002/pon.4040. PMID: 117000382. 
Language: English. Entry Date: 20171210. Revision Date: 20191120. Publication Type: journal 
article. Journal Subset: Biomedical. Duplicate 
696.  Ford JS, Chou JF, Sklar CA, et al. Psychosocial Outcomes in Adult Survivors of 
Retinoblastoma. J Clin Oncol. 2015 Nov 1;33(31):3608-14. doi: 10.1200/jco.2014.60.5733. 
PMID: 26417002. Outcome 
697.  Ford JS, Kawashima T, Whitton J, et al. Psychosexual functioning among adult female 
survivors of childhood cancer: a report from the childhood cancer survivor study. J Clin Oncol. 
2014 Oct 1;32(28):3126-36. doi: 10.1200/jco.2013.54.1086. PMID: 25113763. Intervention 
698.  Forman D, de Martel C, Lacey CJ, et al. Global burden of human papillomavirus and 
related diseases. Vaccine. 2012 Nov 20;30 Suppl 5:F12-23. doi: 10.1016/j.vaccine.2012.07.055. 
PMID: 23199955. Participants 
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699.  Forzoni S, Perez M, Martignetti A, et al. Art therapy with cancer patients during 
chemotherapy sessions: an analysis of the patients' perception of helpfulness. Palliat Support 
Care. 2010 Mar;8(1):41-8. doi: 10.1017/s1478951509990691. PMID: 20163759. Participants 
700.  Foster RH, Brouwer AM, Dillon R, et al. "Cancer was a speed bump in my path to 
enlightenment:" A qualitative analysis of situational coping experiences among young adult 
survivors of childhood cancer. J Psychosoc Oncol. 2017 Jul-Aug;35(4):377-92. doi: 
10.1080/07347332.2017.1292575. PMID: 28332951. Intervention 
701.  Foster RH, Stern M. Peer and romantic relationships among adolescent and young adult 
survivors of childhood hematological cancer: a review of challenges and positive outcomes. Acta 
Haematol. 2014;132(3-4):375-82. doi: 10.1159/000360239. PMID: 25228563. Study design 
702.  Fowler B, Samadder NJ, Kepka D, et al. Improvements in Colorectal Cancer Incidence Not 
Experienced by Nonmetropolitan Women: A Population-Based Study From Utah. J Rural 
Health. 2018 Mar;34(2):155-61. doi: 10.1111/jrh.12242. PMID: 28426915. Participants 
703.  Frank-Stromborg M, Wright P. Ambulatory cancer patients' perception of the physical and 
psychosocial changes in their lives since the diagnosis of cancer. Cancer Nurs. 1984 
Apr;7(2):117-30. PMID: 6561062. Participants 
704.  Frederick NN, Campbell K, Kenney LB, et al. Barriers and facilitators to sexual and 
reproductive health communication between pediatric oncology clinicians and adolescent and 
young adult patients: The clinician perspective. Pediatr Blood Cancer. 2018 Aug;65(8):e27087. 
doi: 10.1002/pbc.27087. PMID: 29697189. Participants 
705.  Freijomil-Vázquez C, Gastaldo D, Coronado C, et al. When risk becomes illness: The 
personal and social consequences of cervical intraepithelial neoplasia medical surveillance. PLoS 
One. 2019;14(12):e0226261. doi: 10.1371/journal.pone.0226261. PMID: 31841543. Participants 
706.  French AE, Tsangaris E, Barrera M, et al. School attendance in childhood cancer survivors 
and their siblings. J Pediatr. 2013 Jan;162(1):160-5. doi: 10.1016/j.jpeds.2012.06.066. PMID: 
22835883. Intervention 
707.  Freyer DR, Freyer DR. Transition of care for young adult survivors of childhood and 
adolescent cancer: rationale and approaches. Journal of Clinical Oncology. 2010;28(32):4810-8. 
doi: 10.1200/JCO.2009.23.4278. PMID: 104941565. Language: English. Entry Date: 20110218. 
Revision Date: 20200708. Publication Type: journal article. Duplicate 
708.  Friedman DL, Kadan-Lottick NS, Whitton J, et al. Increased risk of cancer among siblings 
of long-term childhood cancer survivors: a report from the childhood cancer survivor study. 
Cancer Epidemiol Biomarkers Prev. 2005 Aug;14(8):1922-7. doi: 10.1158/1055-9965.Epi-05-
0066. PMID: 16103438. Outcome 
709.  Friedman-Bender AE. Self-perceived competencies and adjustment of children and 
adolescents with cancer; 1998. Outcome 
710.  Friedrich P, Itriago E, Rodriguez-Galindo C, et al. Racial and Ethnic Disparities in the 
Incidence of Pediatric Extracranial Embryonal Tumors. J Natl Cancer Inst. 2017 Oct 1;109(10). 
doi: 10.1093/jnci/djx050. PMID: 29117360. Intervention 
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711.  Friedrich P, Lam CG, Itriago E, et al. Magnitude of Treatment Abandonment in Childhood 
Cancer. PLoS One. 2015;10(9):e0135230. doi: 10.1371/journal.pone.0135230. PMID: 
26422208. Participants 
712.  Friis K, Larsen FB, Nielsen CV, et al. Social inequality in cancer survivors’ health 
behaviours—A Danish population‐based study. European Journal of Cancer Care. 2018;27(3):1-. 
doi: 10.1111/ecc.12840. PMID: 129933225. Language: English. Entry Date: 20180606. Revision 
Date: 20190501. Publication Type: Article. Participants 
713.  Frobisher C, Lancashire ER, Jenkinson H, et al. Employment status and occupational level 
of adult survivors of childhood cancer in Great Britain: The British childhood cancer survivor 
study. Int J Cancer. 2017 Jun 15;140(12):2678-92. doi: 10.1002/ijc.30696. PMID: 28316069. 
Intervention 
714.  Frobisher C, Lancashire ER, Reulen RC, et al. Extent of alcohol consumption among adult 
survivors of childhood cancer: the British Childhood Cancer Survivor Study. Cancer Epidemiol 
Biomarkers Prev. 2010 May;19(5):1174-84. doi: 10.1158/1055-9965.EPI-10-0006. PMID: 
20447915. Intervention 
715.  Frobisher C, Lancashire ER, Winter DL, et al. Long-term population-based marriage rates 
among adult survivors of childhood cancer in Britain. Int J Cancer. 2007 Aug 15;121(4):846-55. 
doi: 10.1002/ijc.22742. PMID: 17450524. Intervention 
716.  Frobisher C, Lancashire ER, Winter DL, et al. Long-term population-based divorce rates 
among adult survivors of childhood cancer in Britain. Pediatr Blood Cancer. 2010 Jan;54(1):116-
22. doi: 10.1002/pbc.22290. PMID: 19774635. Outcome 
717.  Frobisher C, Winter DL, Lancashire ER, et al. Extent of smoking and age at initiation of 
smoking among adult survivors of childhood cancer in Britain. J Natl Cancer Inst. 2008 Aug 
6;100(15):1068-81. doi: 10.1093/jnci/djn210. PMID: 18664655. Intervention 
718.  Frobisher C, Winter DL, Lancashire ER, et al. Extent of smoking and age at initiation of 
smoking among adult survivors of childhood cancer in Britain. JNCI: Journal of the National 
Cancer Institute. 2008;100(15):1068-81. doi: 10.1093/jnci/djn210. PMID: 105666237. Corporate 
Author: British Childhood Cancer Survivor Study. Language: English. Entry Date: 20081017. 
Revision Date: 20200708. Publication Type: journal article. Duplicate 
719.  Fu S, Rybicki L, Abounader D, et al. Association of socioeconomic status with long-term 
outcomes in 1-year survivors of allogeneic hematopoietic cell transplantation. Bone Marrow 
Transplant. 2015 Oct;50(10):1326-30. doi: 10.1038/bmt.2015.166. PMID: 26191953. 
Participants 
720.  Futani H, Minamizaki T, Nishimoto Y, et al. Long-term follow-up after limb salvage in 
skeletally immature children with a primary malignant tumor of the distal end of the femur. J 
Bone Joint Surg Am. 2006 Mar;88(3):595-603. doi: 10.2106/jbjs.C.01686. PMID: 16510827. 
Outcome 
721.  Gabriel MG, Wakefield CE, Vetsch J, et al. Paediatric surgery for childhood cancer: 
Lasting experiences and needs of children and parents. Eur J Cancer Care (Engl). 2019 
Sep;28(5):e13116. doi: 10.1111/ecc.13116. PMID: 31184790. Intervention 
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722.  Gad MM, Saad AM, Al-Husseini MJ, et al. Temporal trends of pancreatic ductal 
adenocarcinoma in young adults in the United States: A Population-Based Study. Clin Res 
Hepatol Gastroenterol. 2020 Apr;44(2):204-10. doi: 10.1016/j.clinre.2019.07.001. PMID: 
31420297. Participants 
723.  Gagliardi F, Bailo M, Spina A, et al. Gamma Knife Radiosurgery for Low-Grade Gliomas: 
Clinical Results at Long-Term Follow-Up of Tumor Control and Patients' Quality of Life. World 
Neurosurg. 2017 May;101:540-53. doi: 10.1016/j.wneu.2017.02.041. PMID: 28216397. 
Participants 
724.  Galán S, de la Vega R, Miró J. Needs of adolescents and young adults after cancer 
treatment: a systematic review. Eur J Cancer Care (Engl). 2018 Nov;27(6):e12558. doi: 
10.1111/ecc.12558. PMID: 27507260. Participants 
725.  Galán S, de la Vega R, Tomé Pires C, et al. What are the needs of adolescents and young 
adults after a cancer treatment? A Delphi study. Eur J Cancer Care (Engl). 2017 Mar;26(2). doi: 
10.1111/ecc.12488. PMID: 27007727. Participants 
726.  Galarce EM, Ramanadhan S, Weeks J, et al. Class, race, ethnicity and information needs in 
post-treatment cancer patients. Patient Educ Couns. 2011 Dec;85(3):432-9. doi: 
10.1016/j.pec.2011.01.030. PMID: 21354761. Participants 
727.  Gallo-Silver L, Weiner MO. Survivors of childhood sexual abuse diagnosed with cancer: 
managing the impact of early trauma on cancer treatment. Journal of Psychosocial Oncology. 
2006;24(1):107-34. PMID: 106235216. Language: English. Entry Date: 20070216. Revision 
Date: 20150819. Publication Type: Journal Article. Outcome 
728.  Gamba CS, Clarke CA, Keegan TH, et al. Melanoma survival disadvantage in young, non-
Hispanic white males compared with females. JAMA Dermatol. 2013 Aug;149(8):912-20. doi: 
10.1001/jamadermatol.2013.4408. PMID: 23804160. Participants 
729.  Gamba CS, Clarke CA, Keegan THM, et al. Melanoma survival disadvantage in young, 
non-Hispanic white males compared with females. JAMA Dermatology. 2013;149(8):912-20. 
doi: 10.1001/jamadermatol.2013.4408. PMID: 104221881. Language: English. Entry Date: 
20131115. Revision Date: 20200708. Publication Type: journal article. Duplicate 
730.  Gan HW, Spoudeas HA. Long-term follow-up of survivors of childhood cancer (SIGN 
Clinical Guideline 132). Arch Dis Child Educ Pract Ed. 2014 Aug;99(4):138-43. doi: 
10.1136/archdischild-2013-305452. PMID: 24639409. Intervention 
731.  Gan HW, Spoudeas HA. Long-term follow-up of survivors of childhood cancer (SIGN 
Clinical Guideline 132). Arch Dis Child Educ Pract Ed. 2014 Aug;99(4):138-43. doi: 
10.1136/archdischild-2013-305452. PMID: 24639409. Intervention 
732.  Ganz FD, Raz H, Gothelf D, et al. Post-traumatic stress disorder in Israeli survivors of 
childhood cancer. Oncology Nursing Forum. 2010;37(2):160-7. doi: 10.1188/10.ONF.160-167. 
PMID: 105135543. Language: English. Entry Date: 20100409. Revision Date: 20200708. 
Publication Type: Journal Article. Duplicate 
733.  Ganz FD, Raz H, Gothelf D, et al. Post-traumatic stress disorder in Israeli survivors of 
childhood cancer. Oncology Nursing Forum. 2010 Mar 2010 
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2019-09-12;37(2):160-7. doi: http://dx.doi.org/10.1188/10.ONF.160-167. PMID: 742975175; 
2010-04534-001. Duplicate 
734.  Ganz P. Cancer Prevention and Control: Then and Now. NAM Perspectives. Commentary. 
2018: . Intervention 
735.  Ganz PA. Late effects of cancer and its treatment. Semin Oncol Nurs. 2001 Nov;17(4):241-
8. doi: 10.1053/sonu.2001.27914. PMID: 11764707. Study design 
736.  Gao W, Verne J, Peacock J, et al. Place of death in children and young people with cancer 
and implications for end of life care: a population-based study in England, 1993-2014. BMC 
Cancer. 2016 Sep 19;16(1):727. doi: 10.1186/s12885-016-2695-1. PMID: 27641492. 
Intervention 
737.  Gapstur R, Gross CR, Ness K. Factors associated with sleep-wake disturbances in child and 
adult survivors of pediatric brain tumors: a review. Oncol Nurs Forum. 2009 Nov;36(6):723-31. 
doi: 10.1188/09.ONF.723-731. PMID: 19887361. Outcome 
738.  Gardner MH, Mrug S, Schwebel DC, et al. Demographic, medical, and psychosocial 
predictors of benefit finding among caregivers of childhood cancer survivors. Psychooncology. 
2017 Jan;26(1):125-32. doi: 10.1002/pon.4014. PMID: 26489522. Intervention 
739.  Garlan RW, Butler LD, Rosenbaum E, et al. Perceived benefits and psychosocial outcomes 
of a brief existential family intervention for cancer patients/survivors. Omega (Westport). 
2010;62(3):243-68. doi: 10.2190/om.62.3.c. PMID: 21495534. Outcome 
740.  Garrett K, Okuyama S, Jones W, et al. Bridging the transition from cancer patient to 
survivor: pilot study results of the Cancer Survivor Telephone Education and Personal Support 
(C-STEPS) program. Patient Educ Couns. 2013 Aug;92(2):266-72. doi: 
10.1016/j.pec.2013.04.002. PMID: 23647980. Participants 
741.  Garvey G, Cunningham J, Janda M, et al. Psychological distress among Indigenous 
Australian cancer survivors. Support Care Cancer. 2018 Jun;26(6):1737-46. doi: 
10.1007/s00520-017-3995-y. PMID: 29243167. Participants 
742.  Gass J, Mitchell S, Hanna M. How do breast cancer surgery scars impact survivorship? 
Findings from a nationwide survey in the United States. BMC Cancer. 2019 Apr 11;19(1):342. 
doi: 10.1186/s12885-019-5553-0. PMID: 30971201. Participants 
743.  Gatta G, Trama A, Capocaccia R. Epidemiology of rare cancers and inequalities in 
oncologic outcomes. Eur J Surg Oncol. 2019 Jan;45(1):3-11. doi: 10.1016/j.ejso.2017.08.018. 
PMID: 29032924. Participants 
744.  Gaudichon J, Toscani S, Cohen-Gogo S, et al. Care management for foreign children, 
adolescents, young adults with cancer, and their families. Pediatr Blood Cancer. 2017 Jun;64(6). 
doi: 10.1002/pbc.26336. PMID: 27905679. Intervention 
745.  Gebauer J, Fick EM, Waldmann A, et al. Self-reported endocrine late effects in adults 
treated for brain tumours, Hodgkin and non-Hodgkin lymphoma: a registry based study in 
Northern Germany. Eur J Endocrinol. 2015 Aug;173(2):139-48. doi: 10.1530/eje-15-0174. 
PMID: 25947143. Participants 
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746.  Gedleh A, Lee S, Hill JA, et al. "Where Does it Come from?" Experiences Among 
Survivors and Parents of Children with Retinoblastoma in Kenya. J Genet Couns. 2018 
Jun;27(3):574-88. doi: 10.1007/s10897-017-0174-8. PMID: 29170903. Outcome 
747.  Geiger AM, Castellino SM, Tooze JA, et al. Potential role of community-based healthcare 
system data in research on survivors of adolescent and young adult cancer. Journal of Adolescent 
and Young Adult Oncology. 2013 Jun 2013 
2017-09-25;2(2):53-8. doi: http://dx.doi.org/10.1089/jayao.2012.0033. PMID: 1805492257; 
2015-44189-003. Participants 
748.  Georgakis M, Karalexi M, Agius D, et al. Incidence and time trends of childhood 
lymphomas: findings from 14 Southern and Eastern European cancer registries and the 
Surveillance, Epidemiology and End Results, USA. Cancer Causes & Control. 
2016;27(11):1381-94. doi: 10.1007/s10552-016-0817-3. PMID: 119384950. Language: English. 
Entry Date: 20170701. Revision Date: 20171212. Publication Type: journal article. Journal 
Subset: Biomedical. Duplicate 
749.  Georgakis MK, Karalexi MA, Agius D, et al. Incidence and time trends of childhood 
lymphomas: findings from 14 Southern and Eastern European cancer registries and the 
Surveillance, Epidemiology and End Results, USA. Cancer Causes Control. 2016 
Nov;27(11):1381-94. doi: 10.1007/s10552-016-0817-3. PMID: 27757777. Intervention 
750.  Georgakis MK, Papathoma P, Ryzhov A, et al. Malignant central nervous system tumors 
among adolescents and young adults (15-39 years old) in 14 Southern-Eastern European 
registries and the US Surveillance, Epidemiology, and End Results program: Mortality and 
survival patterns. Cancer. 2017 Nov 15;123(22):4458-71. doi: 10.1002/cncr.30884. PMID: 
28708937. Participants 
751.  Georgakis MK, Papathoma P, Ryzhov A, et al. Malignant central nervous system tumors 
among adolescents and young adults (15-39 years old) in 14 Southern-Eastern European 
registries and the US Surveillance, Epidemiology, and End Results program: Mortality and 
survival patterns. Cancer (0008543X). 2017;123(22):4458-71. doi: 10.1002/cncr.30884. PMID: 
126052813. Language: English. Entry Date: 20171129. Revision Date: 20190517. Publication 
Type: journal article. Duplicate 
752.  George SA, Williamson Lewis R, McKenzie L, et al. Assessment of ovarian function in 
adolescents and young adults after childhood cancer treatment-How accurate are young 
adult/parent proxy-reported outcomes? Pediatr Blood Cancer. 2019 Dec;66(12):e27981. doi: 
10.1002/pbc.27981. PMID: 31502374. Intervention 
753.  George SM, Smith AW. Commentary: understanding risk behavior among adolescent 
cancer survivors--are they more like healthy adolescents or is cancer a teachable moment? A 
commentary on Klosky and colleagues' article on health behaviors in survivors of childhood 
cancer and their siblings. J Pediatr Psychol. 2012 Jul;37(6):647-9. doi: 10.1093/jpepsy/jss064. 
PMID: 22586152. Study design 
754.  Gerber NU, Zehnder D, Zuzak TJ, et al. Outcome in children with brain tumours diagnosed 
in the first year of life: long-term complications and quality of life. Archives of Disease in 
Childhood. 2008;93(7):582-9. doi: 10.1136/adc.2007.116202. PMID: 105780173. Language: 
English. Entry Date: 20080801. Revision Date: 20200708. Publication Type: Journal Article. 
Outcome 
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755.  Gerbi GB, Ivory S, Archie‐Booker E, et al. Factors associated with self-reported history of 
depression diagnosis among cancer survivors aged 18 years and over in the United States. 
Psycho-Oncology. 2018;27(8):2039-44. doi: 10.1002/pon.4770. PMID: 131134503. Language: 
English. Entry Date: In Process. Revision Date: 20190814. Publication Type: journal article. 
Journal Subset: Biomedical. Duplicate 
756.  Gerhardt CA, Vannatta K, Valerius KS, et al. Social and romantic outcomes in emerging 
adulthood among survivors of childhood cancer. J Adolesc Health. 2007 May;40(5):462.e9-15. 
doi: 10.1016/j.jadohealth.2006.12.004. PMID: 17448406. Intervention 
757.  Geue K, Brähler E, Faller H, et al. Prevalence of mental disorders and psychosocial distress 
in German adolescent and young adult cancer patients (AYA). Psycho-Oncology. 2018 Jul 2018 
2019-07-22;27(7):1802-9. doi: http://dx.doi.org/10.1002/pon.4730. PMID: 2032686610; 2018-
19324-001. Participants 
758.  Geue K, Richter R, Buttstädt M, et al. An art therapy intervention for cancer patients in the 
ambulant aftercare—Results from a non-randomised controlled study. European Journal of 
Cancer Care. 2013 May 2013 
2017-09-25;22(3):345-52. doi: http://dx.doi.org/10.1111/ecc.12037. PMID: 1373443810; 2013-
15250-009. Participants 
759.  Geue K, Schmidt R, Sender A, et al. [Pain experiences and life satisfaction of young adult 
cancer patients]. Schmerz. 2017 Feb;31(1):23-30. doi: 10.1007/s00482-016-0125-6. PMID: 
27324630. Not English 
760.  Geue K, Schmidt R, Sender A, et al. Sexuality and romantic relationships in young adult 
cancer survivors: satisfaction and supportive care needs. Psychooncology. 2015 
Nov;24(11):1368-76. doi: 10.1002/pon.3805. PMID: 25826748. Participants 
761.  Geue K, Sender A, Schmidt R, et al. Gender-specific quality of life after cancer in young 
adulthood: a comparison with the general population. Qual Life Res. 2014 May;23(4):1377-86. 
doi: 10.1007/s11136-013-0559-6. PMID: 24197479. Participants 
762.  Gianinazzi ME, Rueegg CS, Vetsch J, et al. Cancer's positive flip side: posttraumatic 
growth after childhood cancer. Support Care Cancer. 2016 Jan;24(1):195-203. doi: 
10.1007/s00520-015-2746-1. PMID: 26003421. Intervention 
763.  Gianinazzi ME, Rueegg CS, Wengenroth L, et al. Adolescent survivors of childhood 
cancer: are they vulnerable for psychological distress? Psychooncology. 2013 Sep;22(9):2051-8. 
doi: 10.1002/pon.3249. PMID: 23401292. Outcome 
764.  Gibson TM, Li C, Armstrong GT, et al. Perceptions of Future Health and Cancer Risk in 
Adult Survivors of Childhood Cancer: A Report From the Childhood Cancer Survivor Study. 
Cancer. 2018;124:3436-44. Intervention 
765.  Gibson TM, Liu W, Armstrong GT, et al. Longitudinal smoking patterns in survivors of 
childhood cancer: An update from the Childhood Cancer Survivor Study. Cancer. 2015 Nov 
15;121(22):4035-43. doi: 10.1002/cncr.29609. PMID: 26287647. Outcome 
766.  Gil-Fernández J, Ramos C, Tamayo T, et al. Quality of life and psychological well-being in 
Spanish long-term survivors of Hodgkin's disease: results of a controlled pilot study. Ann 
Hematol. 2003 Jan;82(1):14-8. doi: 10.1007/s00277-002-0582-0. PMID: 12574958. Outcome 
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767.  Gilleland J, Reed‐Knight B, Brand S, et al. Assessment of family psychosocial functioning 
in survivors of pediatric cancer using the PAT2.0. Psycho-Oncology. 2013 Sep 2013 
2017-09-25;22(9):2133-9. doi: http://dx.doi.org/10.1002/pon.3265. PMID: 1461654502; 2013-
30711-029. Duplicate 
768.  Gilliam M, Schwebel D. Physical activity in child and adolescent cancer survivors: a 
review. Health Psychology Review. 2013;7(1):92-110. doi: 10.1080/17437199.2011.603641. 
PMID: 86009589. Language: English. Entry Date: 20130805. Revision Date: 20190708. 
Publication Type: Article. Duplicate 
769.  Gilliam MB, Madan-Swain A, Whelan K, et al. Social, demographic, and medical 
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Long-Term Follow-Up Clinics for Hematopoietic Cell Transplant Survivors. Biol Blood Marrow 
Transplant. 2018 Jun;24(6):1119-24. doi: 10.1016/j.bbmt.2018.03.023. PMID: 29608957. 
Intervention 
860.  Hau EM, Caccia JN, Kasteler R, et al. Cardiovascular disease after childhood acute 
lymphoblastic leukaemia: a cohort study. Swiss Med Wkly. 2019 Feb 25;149:w20012. doi: 
10.4414/smw.2019.20012. PMID: 30852834. Intervention 
861.  Hauken MA, Grue M, Dyregrov A. "It's been a life‐changing experience!" A qualitative 
study of young adult cancer survivors' experiences of the coexistence of negative and positive 
outcomes after cancer treatment. Scandinavian Journal of Psychology. 2019;60(6):577-84. doi: 
10.1111/sjop.12572. PMID: 139621053. Language: English. Entry Date: 20191119. Revision 
Date: 20191120. Publication Type: Article. Outcome 
862.  Hauken MA, Holsen I, Fismen E, et al. Participating in life again: a mixed-method study on 
a goal-orientated rehabilitation program for young adult cancer survivors. Cancer Nurs. 2014 Jul-
Aug;37(4):E48-59. doi: 10.1097/NCC.0b013e31829a9add. PMID: 23860395. Participants 
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863.  Hauken MA, Holsen I, Fismen E, et al. Participating in life again: A mixed-method study 
on a goal-orientated rehabilitation program for young adult cancer survivors. Cancer Nursing. 
2014 Jul 2014 - Aug 
Jul 2014 - Aug 2014 
2017-09-26;37(4):E48-E59. doi: http://dx.doi.org/10.1097/NCC.0b013e31829a9add. PMID: 
1617243843; 2014-26177-007. Duplicate 
864.  Havercamp SM, Scandlin D, Roth M. Health disparities among adults with developmental 
disabilities, adults with other disabilities, and adults not reporting disability in North Carolina. 
Public Health Rep. 2004 Jul-Aug;119(4):418-26. doi: 10.1016/j.phr.2004.05.006. PMID: 
15219799. Participants 
865.  Head KJ, Iannarino NT. "It Changed Our Outlook on How We Want to Live": Cancer as a 
Transformative Health Experience for Young Adult Survivors and Their Family Members. Qual 
Health Res. 2019 Feb;29(3):404-17. doi: 10.1177/1049732318800674. PMID: 30234430. 
Participants 
866.  Health HSoP, Health NIoM, Disparities H. MassCONECT (Massachusetts Community 
Networks to Eliminate Cancer Disparities Through Education) 4 Kids: Promoting Smoke-free 
Homes. 2010. Outcome 
867.  Heiney SP, Neuberg RW, Myers D, et al. The aftermath of bone marrow transplant for 
parents of pediatric patients: a post-traumatic stress disorder. Oncol Nurs Forum. 1994 
Jun;21(5):843-7. PMID: 7937246. Intervention 
868.  Heinks K, Boekhoff S, Hoffmann A, et al. Quality of life and growth after childhood 
craniopharyngioma: results of the multinational trial KRANIOPHARYNGEOM 2007. 
Endocrine. 2018 Feb;59(2):364-72. doi: 10.1007/s12020-017-1489-9. PMID: 29230635. 
Participants 
869.  Henderson TO, Friedman DL, Meadows AT. Childhood cancer survivors: transition to 
adult-focused risk-based care. Pediatrics. 2010 Jul;126(1):129-36. doi: 10.1542/peds.2009-2802. 
PMID: 20547645. Outcome 
870.  Henderson TO, Nathan PC. Childhood cancer survivors: considerations for surgeons in the 
transition from pediatric to adult care. Semin Pediatr Surg. 2015 Apr;24(2):93-9. doi: 
10.1053/j.sempedsurg.2015.01.007. PMID: 25770371. Outcome 
871.  Hendrickson KC, Rimar J. Patterns of hospital resource utilization of children with 
leukemia and CNS tumors: a comparison of children who survive and those who die within 3 
years of diagnosis. Nursing Economic$. 2009;27(1):35-44. PMID: 105460554. Language: 
English. Entry Date: 20090410. Revision Date: 20150818. Publication Type: Journal Article. 
Outcome 
872.  Henneghan A, Phillips C, Courtney A. We are different: Young adult survivors' experience 
of breast cancer. Breast Journal. 2018;24(6):1126-8. doi: 10.1111/tbj.13128. PMID: 133048163. 
Language: English. Entry Date: 20181120. Revision Date: 20191101. Publication Type: Article. 
Participants 
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873.  Henneghan A, Stuifbergen A, Becker H, et al. Modifiable correlates of perceived cognitive 
function in breast cancer survivors up to 10 years after chemotherapy completion. J Cancer 
Surviv. 2018 Apr;12(2):224-33. doi: 10.1007/s11764-017-0661-9. PMID: 29116555. 
Participants 
874.  Herndon JE, 2nd, Kornblith AB, Holland JC, et al. Effect of socioeconomic status as 
measured by education level on survival in breast cancer clinical trials. Psycho-Oncology. 
2013;22(2):315-23. doi: 10.1002/pon.2094. PMID: 104306061. Language: English. Entry Date: 
20130816. Revision Date: 20200708. Publication Type: journal article. Participants 
875.  Heutte N, Flechtner HH, Mounier N, et al. Quality of life after successful treatment of 
early-stage Hodgkin's lymphoma: 10-year follow-up of the EORTC-GELA H8 randomised 
controlled trial. Lancet Oncol. 2009 Dec;10(12):1160-70. doi: 10.1016/s1470-2045(09)70258-x. 
PMID: 19828373. Participants 
876.  Hile S, Erickson SJ, Agee B, et al. Parental stress predicts functional outcome in pediatric 
cancer survivors. Psychooncology. 2014 Oct;23(10):1157-64. doi: 10.1002/pon.3543. PMID: 
24817624. Participants 
877.  Hill J, Kondryn H, Mackie E, et al. Adult psychosocial functioning following childhood 
cancer: the different roles of sons' and daughters' relationships with their fathers and mothers. J 
Child Psychol Psychiatry. 2003 Jul;44(5):752-62. doi: 10.1111/1469-7610.00161. PMID: 
12831119. Intervention 
878.  Hill J, Watanabe-Galloway S, Shope R. Gaps in Perceptions of Breast Cancer Disparities 
among Patients, Community Members, and Providers: Educational Intervention Opportunities. 
Journal of National Black Nurses Association. 2016;27(1):45-52. PMID: 117396725. Language: 
English. Entry Date: 20160929. Revision Date: 20161003. Publication Type: Article. 
Participants 
879.  Hill JA, Gedleh A, Lee S, et al. Knowledge, experiences and attitudes concerning genetics 
among retinoblastoma survivors and parents. Eur J Hum Genet. 2018 Apr;26(4):505-17. doi: 
10.1038/s41431-017-0027-9. PMID: 29379195. Participants 
880.  Hiyoshi A, Fall K, Bergh C, et al. Comorbidity trajectories in working age cancer 
survivors: A national study of Swedish men. Cancer Epidemiol. 2017 Jun;48:48-55. doi: 
10.1016/j.canep.2017.03.001. PMID: 28365446. Participants 
881.  Hobbie W. Pediatric Cancer Survivors Require Additional Care and Monitoring. ONS 
Voice. 2020;35(7):22-. Study design 
882.  Hobbie WL, Ogle S, Reilly M, et al. Adolescent and Young Adult Survivors of Childhood 
Brain Tumors: Life After Treatment in Their Own Words. Cancer Nurs. 2016 Mar-
Apr;39(2):134-43. doi: 10.1097/ncc.0000000000000266. PMID: 25950583. Outcome 
883.  Hobbie WL, Ogle S, Reilly M, et al. Adolescent and Young Adult Survivors of Childhood 
Brain Tumors. Cancer Nursing. 2016;39(2):134-43. doi: 10.1097/NCC.0000000000000266. 
PMID: 113515844. Language: English. Entry Date: 20180329. Revision Date: 20190212. 
Publication Type: Article. Duplicate 
884.  Hobbie WL, Stuber M, Meeske K, et al. Symptoms of posttraumatic stress in young adult 
survivors of childhood cancer. J Clin Oncol. 2000 Dec 15;18(24):4060-6. doi: 
10.1200/JCO.2000.18.24.4060. PMID: 11118467. Intervention 
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885.  Hocking MC, Hobbie WL, Deatrick JA, et al. Family Functioning Mediates the 
Association Between Neurocognitive Functioning and Health-Related Quality of Life in Young 
Adult Survivors of Childhood Brain Tumors. J Adolesc Young Adult Oncol. 2015 Mar;4(1):18-
25. doi: 10.1089/jayao.2014.0022. PMID: 25852971. Outcome 
886.  Hocking MC, Hobbie WL, Deatrick JA, et al. Neurocognitive and family functioning and 
quality of life among young adult survivors of childhood brain tumors. Clin Neuropsychol. 2011 
Aug;25(6):942-62. doi: 10.1080/13854046.2011.580284. PMID: 21722062. Study design 
887.  Hocking MC, McCurdy M, Turner E, et al. Social competence in pediatric brain tumor 
survivors: application of a model from social neuroscience and developmental psychology. 
Pediatr Blood Cancer. 2015 Mar;62(3):375-84. doi: 10.1002/pbc.25300. PMID: 25382825. Study 
design 
888.  Hocking MC, Noll RB, Kazak AE, et al. Friendships in Pediatric Brain Tumor Survivors 
and Non-Central Nervous System Tumor Survivors. J Pediatr Psychol. 2020 Mar 1;45(2):194-
202. doi: 10.1093/jpepsy/jsz101. PMID: 31925436. Outcome 
889.  Hocking MC, Quast LF, Brodsky C, et al. Caregiver perspectives on the social competence 
of pediatric brain tumor survivors. Support Care Cancer. 2017 Dec;25(12):3749-57. doi: 
10.1007/s00520-017-3805-6. PMID: 28689249. Participants 
890.  Hoekstra-Weebers JE, Heuvel F, Jaspers JP, et al. Brief report: an intervention program for 
parents of pediatric cancer patients: a randomized controlled trial. J Pediatr Psychol. 1998 
Jun;23(3):207-14. doi: 10.1093/jpepsy/23.3.207. PMID: 9640900. Participants 
891.  Hohmann C, Borgmann-Staudt A, Rendtorff R, et al. Patient counselling on the risk of 
infertility and its impact on childhood cancer survivors: Results from a national survey. Journal 
of Psychosocial Oncology. 2011 May 2011 
2017-09-25;29(3):274-85. doi: http://dx.doi.org/10.1080/07347332.2011.563344. PMID: 
881000849; 2011-10508-004. Intervention 
892.  Holland AA, Colaluca B, Bailey L, et al. Impact of attention on social functioning in 
pediatric medulloblastoma survivors. Pediatr Hematol Oncol. 2018 Feb;35(1):76-89. doi: 
10.1080/08880018.2018.1440333. PMID: 29652554. Outcome 
893.  Holland BK, Foster JD, Louria DB. Cervical cancer and health care resources in Newark, 
New Jersey, 1970 to 1988. American Journal of Public Health. 1993;83(1):45-8. doi: 
10.2105/AJPH.83.1.45. PMID: 107464583. Language: English. Entry Date: 19930501. Revision 
Date: 20200708. Publication Type: Journal Article. Participants 
894.  Holland LR, Walker R, Henney R, et al. Adolescents and Young Adults with Cancer: 
Barriers in Access to Psychosocial Support. J Adolesc Young Adult Oncol. 2020 Jun 2. doi: 
10.1089/jayao.2020.0027. PMID: 32486879. Participants 
895.  Holleczek B, Brenner H. Trends of population-based breast cancer survival in Germany 
and the US: decreasing discrepancies, but persistent survival gap of elderly patients in Germany. 
BMC Cancer. 2012 Jul 28;12:317. doi: 10.1186/1471-2407-12-317. PMID: 22838641. 
Participants 
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896.  Hollen PJ, Hobbie WL, Finley SM. Testing the effects of a decision-making and risk-
reduction program for cancer-surviving adolescents. Oncol Nurs Forum. 1999 Oct;26(9):1475-
86. PMID: 11064879. Intervention 
897.  Hollen PJ, Tyc VL, Shannon SV, et al. Factors related to decision making and substance 
use in adolescent survivors of childhood cancer: a presenting clinical profile. J Cancer Surviv. 
2013 Sep;7(3):500-10. doi: 10.1007/s11764-013-0287-5. PMID: 23712611. Intervention 
898.  Holmes GE. Long-term survival in childhood and adolescent cancer. Five-center study--
U.S.A. Ann N Y Acad Sci. 1997 Sep 17;824:180-9. doi: 10.1111/j.1749-6632.1997.tb46220.x. 
PMID: 9382442. Outcome 
899.  Holmes HA, Holmes FF. After ten years, what are the handicaps and life styles of children 
treated for cancer? An examination of the present status of 124 such survivors. Clin Pediatr 
(Phila). 1975 Sep;14(9):819-23. doi: 10.1177/000992287501400906. PMID: 1157434. 
Intervention 
900.  Holmes JL, Opara F, Hossain J. A Five-Year Breast Cancer-Specific Survival 
Disadvantage of African American Women. African Journal of Reproductive Health. 
2010;14(3):195-200. PMID: 59680949. Language: English. Entry Date: 20110511. Revision 
Date: 20180530. Publication Type: Article. Participants 
901.  Holmqvist AS, Wiebe T, Hjorth L, et al. Young age at diagnosis is a risk factor for negative 
late socio-economic effects after acute lymphoblastic leukemia in childhood. Pediatr Blood 
Cancer. 2010 Oct;55(4):698-707. doi: 10.1002/pbc.22670. PMID: 20589625. Intervention 
902.  Hong SS, Park HR. [Predictors of Resilience in Adolescents with Leukemia]. J Korean 
Acad Nurs. 2015 Aug;45(4):595-603. doi: 10.4040/jkan.2015.45.4.595. PMID: 26364534. Not 
English 
903.  Hong SS, Park HR, Kim KS, et al. [Late effects, social adjustment, and quality of life in 
adolescent survivors of childhood leukemia]. J Korean Acad Nurs. 2014 Feb;44(1):55-63. doi: 
10.4040/jkan.2014.44.1.55. PMID: 24637286. Not English 
904.  Hong Sung S, Park Ho R, Kim Kwang S, et al. Late Effects, Social Adjustment, and 
Quality of Life in Adolescent Survivors of Childhood Leukemia. Journal of Korean Academy of 
Nursing. 2014;44(1):55-63. doi: 10.4040/jkan.2014.44.1.55. PMID: 95099856. Language: 
English. Entry Date: 20140401. Revision Date: 20140402. Publication Type: Article. Duplicate 
905.  Hopkins SKCCCaJ. Group Intervention to Increase Physical Activity in Childhood Cancer 
Survivors. 2013. Outcome 
906.  Hopmeyer E, Werk A. A comparative study of family bereavement groups. Death Stud. 
1994 May-Jun;18(3):243-56. doi: 10.1080/07481189408252657. PMID: 10135136. Participants 
907.  Hornquist L, Rickardsson J, Lannering B, et al. Altered self-perception in adult survivors 
treated for a CNS tumor in childhood or adolescence: population-based outcomes compared with 
the general population. Neuro Oncol. 2015 May;17(5):733-40. doi: 10.1093/neuonc/nou289. 
PMID: 25332406. Outcome 
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908.  Hoskinson KR, Wolfe KR, Yeates KO, et al. Predicting changes in adaptive functioning 
and behavioral adjustment following treatment for a pediatric brain tumor: A report from the 
Brain Radiation Investigative Study Consortium. Psychooncology. 2018 Jan;27(1):178-86. doi: 
10.1002/pon.4394. PMID: 28171696. Outcome 
909.  Hospital MG. Patient Navigation to Improve Patient-Centered Cancer Care. 2017. 
Participants 
910.  Hospital SJCsR. Social Experiences of Adolescents and Young Adults With Cancer. 2020. 
Outcome 
911.  Hospital SJCsR, Genentech I, Institute NC. A Clinical and Molecular Risk-Directed 
Therapy for Newly Diagnosed Medulloblastoma. 2013. Outcome 
912.  Hospital SJCsR, Health NIo, Health EKSNIoC, et al. Sperm Banking Among Adolescents 
Newly Diagnosed With Cancer: Development of a Profiling and Referral Tool. 2010. Outcome 
913.  Hospital SJCsR, Institute NC. Stress, Adjustment And Growth In Children With Cancer 
And Their Parents. 2009. Outcome 
914.  Hovén E, Lannering B, Gustafsson G, et al. Information needs of survivors and families 
after childhood CNS tumor treatment: a population-based study. Acta Oncol. 2018 
May;57(5):649-57. doi: 10.1080/0284186x.2017.1406136. PMID: 29191069. Intervention 
915.  Hovén EI, Lannering B, Gustafsson G, et al. Persistent impact of illness on families of 
adult survivors of childhood central nervous system tumors: a population-based cohort study. 
Psychooncology. 2013 Jan;22(1):160-7. doi: 10.1002/pon.2067. PMID: 21948459. Intervention 
916.  Howard A, Goddard K, Tan de Bibiana J, et al. Adult childhood cancer survivors' 
narratives of managing their health: the unexpected and the unresolved. Journal of Cancer 
Survivorship. 2016;10(4):711-25. doi: 10.1007/s11764-016-0517-8. PMID: 116397360. 
Language: English. Entry Date: 20170430. Revision Date: 20180515. Publication Type: journal 
article. Participants 
917.  Howard AF, Hasan H, Bobinski MA, et al. Parents' perspectives of life challenges 
experienced by long-term paediatric brain tumour survivors: work and finances, daily and social 
functioning, and legal difficulties. J Cancer Surviv. 2014 Sep;8(3):372-83. doi: 10.1007/s11764-
013-0331-5. PMID: 24563168. Outcome 
918.  Howard AF, Kazanjian A, Pritchard S, et al. Healthcare system barriers to long-term 
follow-up for adult survivors of childhood cancer in British Columbia, Canada: a qualitative 
study. J Cancer Surviv. 2018 Jun;12(3):277-90. doi: 10.1007/s11764-017-0667-3. PMID: 
29222704. Outcome 
919.  Howard AF, Tan de Bibiana J, Smillie K, et al. Trajectories of social isolation in adult 
survivors of childhood cancer. J Cancer Surviv. 2014 Mar;8(1):80-93. doi: 10.1007/s11764-013-
0321-7. PMID: 24202698. Intervention 
920.  Howarth RA, Ashford JM, Merchant TE, et al. The utility of parent report in the 
assessment of working memory among childhood brain tumor survivors. J Int Neuropsychol Soc. 
2013 Apr;19(4):380-9. doi: 10.1017/s1355617712001567. PMID: 23351399. Participants 
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921.  Howell CR, Krull KR, Partin RE, et al. Randomized web-based physical activity 
intervention in adolescent survivors of childhood cancer. Pediatr Blood Cancer. 2018 
Aug;65(8):e27216. doi: 10.1002/pbc.27216. PMID: 29722481. Intervention 
922.  Howell CR, Wilson CL, Yasui Y, et al. Neighborhood effect and obesity in adult survivors 
of pediatric cancer: A report from the St. Jude lifetime cohort study. Int J Cancer. 2020 Jul 
15;147(2):338-49. doi: 10.1002/ijc.32725. PMID: 31600422. Intervention 
923.  Howell D, Hack TF, Oliver TK, et al. Models of care for post-treatment follow-up of adult 
cancer survivors: a systematic review and quality appraisal of the evidence. J Cancer Surviv. 
2012 Dec;6(4):359-71. doi: 10.1007/s11764-012-0232-z. PMID: 22777364. Participants 
924.  Hoyt M, Gamarel K, Saigal C, et al. Goal Navigation, Approach-Oriented Coping, and 
Adjustment in Young Men with Testicular Cancer. Annals of Behavioral Medicine. 
2016;50(4):572-81. doi: 10.1007/s12160-016-9785-9. PMID: 116622324. Language: English. 
Entry Date: 20171222. Revision Date: 20190515. Publication Type: journal article. Outcome 
925.  Hoyt MA, Cano SJ, Saigal CS, et al. Health-related quality of life in young men with 
testicular cancer: validation of the Cancer Assessment for Young Adults (CAYA). J Cancer 
Surviv. 2013 Dec;7(4):630-40. doi: 10.1007/s11764-013-0302-x. PMID: 23918454. Study design 
926.  Hsiao CC, Chiou SS, Hsu HT, et al. Adverse health outcomes and health concerns among 
survivors of various childhood cancers: Perspectives from mothers. Eur J Cancer Care (Engl). 
2018 Nov;27(6):e12661. doi: 10.1111/ecc.12661. PMID: 28169481. Participants 
927.  Hsieh MH, Meng MV, Walsh TJ, et al. Increasing incidence of neuroblastoma and 
potentially higher associated mortality of children from nonmetropolitan areas: analysis of the 
surveillance, epidemiology, and end results database. J Pediatr Hematol Oncol. 2009 
Dec;31(12):942-6. doi: 10.1097/MPH.0b013e3181bcc809. PMID: 19875967. Outcome 
928.  Huang IC, Bhakta N, Brinkman TM, et al. Determinants and Consequences of Financial 
Hardship Among Adult Survivors of Childhood Cancer: A Report From the St. Jude Lifetime 
Cohort Study. J Natl Cancer Inst. 2019 Feb 1;111(2):189-200. doi: 10.1093/jnci/djy120. PMID: 
30085213. Intervention 
929.  Huang IC, Brinkman TM, Mullins L, et al. Child symptoms, parent behaviors, and family 
strain in long-term survivors of childhood acute lymphoblastic leukemia. Psychooncology. 2018 
Aug;27(8):2031-8. doi: 10.1002/pon.4769. PMID: 29772082. Outcome 
930.  Huang IC, Jones CM, Brinkman TM, et al. Development of the functional social network 
index for adolescent and young adult cancer survivors. Cancer. 2018 May 15;124(10):2220-7. 
doi: 10.1002/cncr.31278. PMID: 29517807. Outcome 
931.  Huang T, Ducore JM. Children and adolescents with ALL are taller than expected at 
diagnosis. J Pediatr Hematol Oncol. 2014 Jan;36(1):16-21. doi: 
10.1097/MPH.0b013e31829bcb10. PMID: 23799523. Outcome 
932.  Hubbeling HG, Rosenberg SM, González-Robledo MC, et al. Psychosocial needs of young 
breast cancer survivors in Mexico City, Mexico. PLoS One. 2018;13(5):e0197931. doi: 
10.1371/journal.pone.0197931. PMID: 29787612. Participants 
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933.  Hudson MM, Landier W, Ganz PA. Impact of survivorship-based research on defining 
clinical care guidelines. Cancer Epidemiol Biomarkers Prev. 2011 Oct;20(10):2085-92. doi: 
10.1158/1055-9965.Epi-11-0642. PMID: 21980016. Outcome 
934.  Hudson MM, Mertens AC, Yasui Y, et al. Health status of adult long-term survivors of 
childhood cancer: a report from the Childhood Cancer Survivor Study. Jama. 2003 Sep 
24;290(12):1583-92. doi: 10.1001/jama.290.12.1583. PMID: 14506117. Outcome 
935.  Hudson MM, Oeffinger KC, Jones K, et al. Age-dependent changes in health status in the 
Childhood Cancer Survivor cohort. J Clin Oncol. 2015 Feb 10;33(5):479-91. doi: 
10.1200/jco.2014.57.4863. PMID: 25547510. Outcome 
936.  Hudson MM, Tyc VL, Cremer LK, et al. Patient satisfaction after limb-sparing surgery and 
amputation for pediatric malignant bone tumors... including commentary by Walker CL. Journal 
of Pediatric Oncology Nursing. 1998;15(2):60-71. PMID: 107270898. Language: English. Entry 
Date: 19980701. Revision Date: 20150819. Publication Type: Journal Article. Outcome 
937.  Hugh-Yeun K, Kumar D, Moghaddamjou A, et al. Young adult cancer survivors' follow-up 
care expectations of oncologists and primary care physicians. J Cancer Surviv. 2017 
Jun;11(3):295-301. doi: 10.1007/s11764-016-0587-7. PMID: 28039569. Participants 
938.  Hughes MC, Hannon PA, Harris JR, et al. Health behaviors of employed and insured adults 
in the United States, 2004-2005. Am J Health Promot. 2010 May-Jun;24(5):315-23. doi: 
10.4278/ajhp.080603-QUAN-77. PMID: 20465145. Participants 
939.  Hulvat MC, Jeruss JS. Maintaining fertility in young women with breast cancer. Curr Treat 
Options Oncol. 2009 Dec;10(5-6):308-17. doi: 10.1007/s11864-010-0116-2. PMID: 20238254. 
Study design 
940.  Hummel YM, Hooimeijer HL, Zwart N, et al. Long-term cardiac abnormalities after cranial 
radiotherapy in childhood cancer survivors. Acta Oncol. 2015 Apr;54(4):515-21. doi: 
10.3109/0284186x.2014.969845. PMID: 25333757. Outcome 
941.  Humpl T, Fritsche M, Bartels U, et al. Survivors of childhood cancer for more than twenty 
years. Acta Oncol. 2001;40(1):44-9. doi: 10.1080/028418601750071046. PMID: 11321659. 
Outcome 
942.  Husson O, Prins JB, Kaal SE, et al. Adolescent and young adult (AYA) lymphoma 
survivors report lower health-related quality of life compared to a normative population: results 
from the PROFILES registry. Acta Oncol. 2017 Feb;56(2):288-94. doi: 
10.1080/0284186x.2016.1267404. PMID: 28077017. Participants 
943.  Husson O, Zebrack B, Block R, et al. Personality Traits and Health-Related Quality of Life 
Among Adolescent and Young Adult Cancer Patients: The Role of Psychological Distress. J 
Adolesc Young Adult Oncol. 2017 Jun;6(2):358-62. doi: 10.1089/jayao.2016.0083. PMID: 
28072554. Outcome 
944.  Husson O, Zebrack BJ. Perceived impact of cancer among adolescents and young adults: 
Relationship with health-related quality of life and distress. Psychooncology. 2017 
Sep;26(9):1307-15. doi: 10.1002/pon.4300. PMID: 27862627. Participants 
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945.  Husson O, Zebrack BJ, Aguilar C, et al. Cancer in adolescents and young adults: Who 
remains at risk of poor social functioning over time? Cancer. 2017 Jul 15;123(14):2743-51. doi: 
10.1002/cncr.30656. PMID: 28319256. Participants 
946.  Husson O, Zebrack BJ, Aguilar C, et al. Cancer in adolescents and young adults: Who 
remains at risk of poor social functioning over time? Cancer (0008543X). 2017;123(14):2743-
51. doi: 10.1002/cncr.30656. PMID: 123928443. Language: English. Entry Date: 20180727. 
Revision Date: 20180810. Publication Type: journal article. Duplicate 
947.  Hutchinson AD, Pfeiffer SM, Wilson C. Cancer-related cognitive impairment in children. 
Curr Opin Support Palliat Care. 2017 Mar;11(1):70-5. doi: 10.1097/spc.0000000000000258. 
PMID: 28009650. Intervention 
948.  Hyewon S. Physical and Psychological Late Effects on Health-Related Quality of Life in 
Long-Term Survivors of Childhood Cancer. Physical & Psychological Late Effects on Health-
Related Quality of Life in Long-Term Survivors of Childhood Cancer. 2017:1-. PMID: 
129592979. Language: English. Entry Date: 20180516. Revision Date: 20180516. Publication 
Type: Article. Intervention 
949.  Iannarino NT, Scott AM, Shaunfield SL. Normative Social Support in Young Adult Cancer 
Survivors. Qual Health Res. 2017 Jan;27(2):271-84. doi: 10.1177/1049732315627645. PMID: 
26825483. Outcome 
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10.1007/s12185-010-0584-y. PMID: 20467848. Intervention 
955.  Ishida Y, Sakamoto N, Kamibeppu K, et al. Late effects and quality of life of childhood 
cancer survivors: Part 2. Impact of radiotherapy. Int J Hematol. 2010 Jul;92(1):95-104. doi: 
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Outcome 
965.  Janin MMH, Ellis SJ, Wakefield CE, et al. Talking About Cancer Among Adolescent and 
Young Adult Cancer Patients and Survivors: A Systematic Review. Journal of Adolescent & 
Young Adult Oncology. 2018;7(5):515-24. doi: 10.1089/jayao.2017.0131. PMID: 132245202. 
Language: English. Entry Date: 20181016. Revision Date: 20191001. Publication Type: Article. 
Outcome 
966.  Janson C, Leisenring W, Cox C, et al. Predictors of marriage and divorce in adult survivors 
of childhood cancers: a report from the Childhood Cancer Survivor Study. Cancer Epidemiol 
Biomarkers Prev. 2009 Oct;18(10):2626-35. doi: 10.1158/1055-9965.Epi-08-0959. PMID: 
19815636. Outcome 
967.  Jayachandran D, Rundell AE, Hannemann RE, et al. Optimal chemotherapy for leukemia: a 
model-based strategy for individualized treatment. PLoS One. 2014;9(10):e109623. doi: 
10.1371/journal.pone.0109623. PMID: 25310465. Outcome 



 

B-84 

968.  Jensen-Johansen MB, Christensen S, Valdimarsdottir H, et al. Effects of an expressive 
writing intervention on cancer-related distress in Danish breast cancer survivors - results from a 
nationwide randomized clinical trial. Psycho-Oncology. 2013;22(7):1492-500. doi: 
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Revision Date: 20200708. Publication Type: journal article. Duplicate 
983.  Johnston EE, Alvarez E, Saynina O, et al. Inpatient utilization and disparities: The last year 
of life of adolescent and young adult oncology patients in California. Cancer. 2018 Apr 
15;124(8):1819-27. doi: 10.1002/cncr.31233. PMID: 29393967. Intervention 
984.  Jones B, Currin-Mcculloch J, Pelletier W, et al. Psychosocial standards of care for children 
with cancer and their families: A national survey of pediatric oncology social workers. Soc Work 
Health Care. 2018 Apr;57(4):221-49. doi: 10.1080/00981389.2018.1441212. PMID: 29498614. 
Outcome 
985.  Jones BL, Volker DL, Vinajeras Y, et al. The meaning of surviving cancer for Latino 
adolescents and emerging young adults. Cancer Nurs. 2010 Jan-Feb;33(1):74-81. doi: 
10.1097/NCC.0b013e3181b4ab8f. PMID: 19926975. Intervention 
986.  Jones GL, McClellan W, Raman S, et al. Parental Perceptions of Obesity and Obesity Risk 
Associated With Childhood Acute Lymphoblastic Leukemia. J Pediatr Hematol Oncol. 2017 
Jul;39(5):370-5. doi: 10.1097/mph.0000000000000852. PMID: 28538500. Outcome 
987.  Jones WC, Parry C, Devine S, et al. Understanding distress in posttreatment adult leukemia 
and lymphoma survivors: a lifespan perspective. J Psychosoc Oncol. 2015;33(2):142-62. doi: 
10.1080/07347332.2014.1002658. PMID: 25671408. Participants 
988.  Jurbergs N, Long A, Ticona L, et al. Symptoms of posttraumatic stress in parents of 
children with cancer: are they elevated relative to parents of healthy children? J Pediatr Psychol. 
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10.1111/pde.13927. PMID: 31529638. Study design 
1375.  Mouw MS, Wertman EA, Barrington C, et al. Care Transitions in Childhood Cancer 
Survivorship: Providers' Perspectives. J Adolesc Young Adult Oncol. 2017 Mar;6(1):111-9. doi: 
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lymphoma. Int J Radiat Oncol Biol Phys. 2008 Jun 1;71(2):468-76. doi: 
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1444.  No authorship i. Abstracts of the 8th Annual Conference of the American Psychosocial 
Oncology Society, 17–19 February 2011, Anaheim, California, USA. Psycho-Oncology. 2011 
Feb 2011 
2019-04-12;20(Suppl 1):S1-S114. PMID: 1023196751; 2012-11241-001. Study design 



 

B-126 

1445.  No authorship i. Abstracts of the APOS 10 <sup>th</sup> Annual Conference. Psycho-
Oncology. 2013 Feb 2013 
2020-05-14;22(Suppl 2):1-147. doi: http://dx.doi.org/10.1111/j.1099-1611.2013.03245.x. PMID: 
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Cancer: A Meta-Ethnography and Implications for Music Therapists. J Music Ther. 2016 
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survivors of childhood acute lymphoblastic leukemia. Pediatr Hematol Oncol. 1988;5(3):197-
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up. J Pediatr Hematol Oncol. 2017 Mar;39(2):e46-e53. doi: 10.1097/mph.0000000000000766. 
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1532.  Patel SK, Wong AL, Cuevas M, et al. Parenting stress and neurocognitive late effects in 
childhood cancer survivors. Psychooncology. 2013 Aug;22(8):1774-82. doi: 10.1002/pon.3213. 
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Fertility-Related Social Concern, and Acceptance of Illness Influence Quality of Life. Cancer 
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Appendix C. Key Informant Interviews 
Findings from the key informant interviews are detailed in the tables below, by GQ.  Discussion by individual key informants are 

separated by the “---” line. 

Table C1. Key Informant interviews to GQ1. What are the disparities in survivorship care for pediatric cancer survivors? 
Question What types of disparities impact survivorship care for 

pediatric survivors? 
What disparities do you think are most 
significant in impacting pediatric cancer 
survivorship care? 

Which domains of 
disparities should be 
distinguished? 

Preliminary 
Feedback 
(included as 
prompt on 
slide) 

1. Socioeconomic status (SES) 
2. Employment 
3. Insurance: under/uninsured, type of insurance, 

inconsistency/transitions in insurance 
4. Access to care, rehabilitation services, green space for 

physical activity/health food options 
5. Caregiver, family, and community dynamics 
6. Relationship to the health system, including providers 
7. Transitions in care from pediatric to adult settings 

1. Access to care (including recommended 
prevention, surveillance, and treatment), sub-
specialty providers, rehabilitation services 

2. Transitions in care, including changes in 
insurance, primary care providers (PCP), and 
other health care teams that may 
disproportionately impact vulnerable, low SES, 
racial/ethnic minority groups 

1. Medical 
2. SES 
3. Cultural 

KI Feedback All of these issues are intertwined and dramatically impact 
survivors; parent insurance lapses at age 26 and visits/scans 
could get postponed and can be very expensive if paid out of 
pocket; mental health issues and social isolation are big 
problems, life may never go back to “normal” and it never does. 
--- 
Even when barriers are reduced (e.g., free care, room & board, 
transportation), there are still other issues that can prevent 
survivorship care (e.g., other children to care for, job 
requirements); this becomes even more complicated as they 
transition to adult care, there is much less outreach to help them 
get care; we need a better understanding of what is going on in 
their personal lives that prevent care. 
We are successful in keeping kids insured. However, 
community-based public health insurance (state-based), can be 
lacking in support. St. Jude may foster co-dependency, because 
their experience at St. Jude cannot be replicated easily in other 
places/communities. 
--- 
We need a better understanding of the different aspects of low 
SES, it is not just education and income – there are other issues 
to consider such as paid time off/sick leave; health literacy, 
health finance, and insurance literacy. 
--- 

Knowledge of providers (or home community); 
access and coverage in the health care plan; feel 
that pediatric guidelines are lacking data and 
dissemination for what is available; opportunities to 
partner w/ NCCN/ASCO may be helpful 
--- 
Mentioned the COG guidelines but acknowledged 
that end-users do not necessarily have high 
utilization; however, evidence supporting the 
beneficial impact of screening is limited. 
--- 
We need to reach/educate adult primary care 
providers; but has had challenges 
dissemination/publishing in adult/primary care 
journals. 
--- 
Sometimes the patient has to work on “bridging the 
gap” with their PCPs. 
--- 
SES is likely to be one of the more important 
exposures driving disparities in survivorship care – 
research is sorely needed 
SES (by multiple measures) is a main driver of 
these access disparities 

No further discussion. 
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Question What types of disparities impact survivorship care for 
pediatric survivors? 

What disparities do you think are most 
significant in impacting pediatric cancer 
survivorship care? 

Which domains of 
disparities should be 
distinguished? 

Health-related social needs/determinants (e.g., food insecurity, 
housing). 
--- 
Geography, which relates to SES and insurance barriers. 
--- 
Expertise more in disparities in upfront treatment/therapy; 
enormous dearth of data in survivors in children; more 
disadvantaged or vulnerable populations never actually become 
survivors, so overall goals need to also look at upstream barriers 
to cancer treatment. 
Very large dearth of data in regard to survivorship care 
disparities in each of the domains: certainly, are CCS 
publications – health related QOL by race/ethnicity; thinking of 
insurance, underinsurance, and loss of insurance; SES is 
particularly important, very few data on SES and disparities in 
pediatric survivorship care. 
In pediatric oncology, we have failed to include family reported 
measures at baseline– don’t have access to SES of family at 
diagnosis to be able to track outcomes. SES data that are 
available are cross-sectional at time of CCSS cohort enrollment 
and not necessarily at time of diagnosis, which would be 
important to know. 
There is data on number of subspecialty providers based on 
distance and correlated to adherence to survivorship guidelines. 
Not robust data on caregiver, family and community dynamics; 
transitions, large drop off cliff when get to adult providers, lots of 
data out there. 
--- 
Health care system; pediatric cancer survivors have had majority 
of care in academic medical centers (AMC), and very little (vs. 
young/older adults) in community setting/private practice.  Thus, 
the system itself is an ameliorating factor.  Place of initial 
treatment makes a difference because survivorship care is more 
likely at major centers.  Place of treatment is a source of 
disparity.  Where do they get survivorship care?  Do the pediatric 
providers do this?  What happens as the survivor ages (is 
adulthood at 18 or 21)?  Where do they go for care at older 
ages?  Issues related to access to care across the cancer care 
continuum matters (e.g., insurance).  SES challenges in the 
family also matter (can the family prioritize survivorship care?), 
employment status, insurance coverage, etc. 

How SES interfaces with access to care – think of 
this at the patient/family level– are they available 
and understandable by the family– 
language/literacy; risk/benefit analyses to get to 
these appointments/access care with all the 
resources needed to get to an appointment 
(childcare, time off work, food insecurity, etc.) 
Age related barriers (parent bringing a 5-year-old, 
vs 20-year-old) 
Regional availability: Are they even there? Does 
insurance cover it? 
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Table C2. Key Informant interviews to GQ2. What are the barriers to survivorship care for pediatric cancer survivors who experience 
disparities? 

Question What are the most influential barriers to pediatric cancer survivorship 
care? 
How do those barriers change as CCS transition from pediatric to adult 
survivorship care? 

How do barriers to survivorship care vary by subgroups of 
pediatric cancer survivors? 
How do barriers effecting specific subgroups change over time, 
specifically as they transition from pediatric to adult care? 

Survey Monkey 
feedback (included 
as prompt on slide) 

1. Lack of awareness of community providers and survivors. 
2. Lack of reimbursement for survivorship care, particularly care that 

addresses psychosocial needs. 
3. Loss of psychosocial support more routinely provided in pediatric centers, 

particularly with care coordination of medically complex patients. 
4. Access to care (insurance, geographic, employment-based insurance) 

changes during this transition, responsibility shifts from parent/family to 
self, shifts in care teams from pediatric to adult medicine providers. 

1. Particularly vulnerable subgroups include those with (or at high 
risk for) for multimorbidity; may have more difficulty replicating 
quality of comprehensive multidisciplinary care provided at a 
pediatric center. 

2. Relationship/familiarity and trust with pediatric providers may 
not exist with adult providers. 

3. Access to adult medicine providers may shift due to 
employment and SES status of the individual.   

KI Feedback Low prevalence in the general population.  One experience with 1 patient, will 
not inform the clinician about the next cancer survivor.  Another complicating 
issue is the age range of the survivor.  As a young adult, it is difficult to self-
advocate in a complicated system, with intermittent care.  Some young adults 
don’t care or prioritize this. 
--- 
In pediatric settings, there are usually easier access to specialists and 
integrative care is easier.  Otherwise, PCPs have to negotiate access.  Care for 
medical conditions is easier than care for mental health issues. 
--- 
Most influential barriers – complex and multifactorial – reimbursement and 
vulnerable patients (less likely to adhere to care/guidelines) – if no 
reimbursement and a provider is pressed for time- could drive disparities. 
--- 
Health system itself probably the biggest barrier; during treatment, pediatric 
patients are well-taken care of and “overprotected” by our system and this goes 
away when therapy is completed. 
Transition to adulthood with PC where they can be followed long term is key; 
PCPs need to be on the forefront of this, but they face huge challenges (e.g., 
system-limiting factors and resources).   
Anything beyond surveillance is difficult, especially for more complex cases – 
the system may limit where these patients are seen for follow-up care; but, is 
this what is best for the patient?  This care may be highly fragmented. 
Vulnerable groups in 2 buckets – 1) those that have barriers from SES or 
educational level (biggest barrier are SES related) and 2) patients really 
complex needs and need multidisciplinary care (biggest barrier is our health 
care system).  

Those in rural areas.  It is a big deal for them to enter a city.  
Insurance may not matter as much because a provider may not be 
in their area. 
--- 
Broader issue than access to adult medicine providers that could 
shift due to employment and SES – subgroups w/ certain types of 
jobs that don’t offer insurance or paid sick leave may be particularly 
disadvantaged; health insurance coverage and sick leave through 
an employer will make a difference. 
--- 
People with neurocognitive issues.  Those with significant disability 
may have more support than those with “mild” disabilities (who are 
more “on their own”) 
--- 
Underlying, these vulnerable populations could already have 
disadvantages- these are magnified when the transition happens. 
Lower SES population (more likely to be racial/ethnic minorities), 
underemployed, underinsured, lack of resources, cost shifting from 
day to day fires (food, electricity, etc.). Survivors will age out of 
public insurance programs. 
Trust – different depending on the setting – new cancer vs. 
surveillance later. 
Language – if family is not English speaking or uncomfortable health 
literacy, then can be an enormous barrier – you may not understand 
the guidelines. 
Things that may enhance survivorship care – not familiar with data, 
but anecdotally – family or patient resilience – warrants examination. 
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Table C3. Key Informant interview to GQ3. What are proposed strategies for addressing those barriers? 
Question What strategies to address barriers to survivorship 

care that lead to disparities are most promising? 
Do those strategies need to be 
implemented using different 
approaches for subgroups of 
survivors? 

What strategies to address barriers to 
survivorship care that lead to disparities are 
most promising? 

Preliminary 
Feedback 
(included as 
prompt on 
slide) 

1. Development and dissemination of health 
surveillance recommendations have helped link 
survivors to resources and address unmet needs 

2. Policy changes aimed at reducing barriers to 
accessing preventive services and eliminating 
pre-existing clauses to care has been important 

3. Policy changes are also needed to properly 
reimburse clinicians for comprehensive care 
coordination 

4. For cancer survivorship care in general, 
incorporating primary care and multidisciplinary 
care teams will be important moving forward 

1) More medically or psychosocially 
complex survivors benefit the most 
from care coordination by dedicated 
staff. 

a) Risk-stratification of care is 
essential; depending on cancer 
type, age at diagnosis, etc. 

1. Development and dissemination of health 
surveillance recommendations have helped 
link survivors to resources and address 
unmet needs 

2. Policy changes aimed at reducing barriers to 
accessing preventive services and 
eliminating pre-existing clauses to care has 
been important 

3. Policy changes are also needed to properly 
reimburse clinicians for comprehensive care 
coordination 

4. For cancer survivorship care in general, 
incorporating primary care and 
multidisciplinary care teams will be important 
moving forward 

KI Feedback Eliminating preexisting conditions clauses helped 
reduced barriers, yes, but there are many others – in 
states that did not expand Medicaid, challenges are 
likely significant – would suggest expanding 
--- 
Think about what CCS have in common with other 
children w/ illnesses to leverage broader platform; if 
there are issues that are common among other 
groups, if you could expand the base, could raise the 
prominence of the issue 
--- 
Policy level - Under or un-insurance 
Policies that have improved insurance at at-risk 
populations (ACA) – potentially have an impact to 
access the care recommended 
Not familiar with policy changes around 
reimbursement 
Having a comprehensive document that summarizes 
their cancer care and recommended guidelines, can 
increase adherence among PCPs 
These are available, but rarely ever studied 

Maybe “strategies to address barriers” 
for children w/ chronic conditions could 
help raise prominence for pediatric 
providers 
--- 
Not robust data on what disparities exist 
to begin with – hard to talk about 
implementing strategies 
There needs to be more robust 
examination of disparities and at a 
certain time continuum – this needs to be 
defined first 
Comprehensive survivorship care – 
survivorship clinic vs. adhering to 
survivorship guidelines and how that 
changes over time and how it varies over 
age group (child vs. young adult) 
For example, you demonstrate that CCS 
from low income homes or material 
hardship are less likely to adhere – the 
reason why – (time off work vs. 
childcare) – then that could be tackled. 

COG – has made a significant effort to make 
sure each CCS has a treatment summary and 
guidelines for surveillance/management. 
Regarding strategies for more nuanced barriers 
(language, income, insurance) – not familiar with 
that from COG or ASCO. 
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Question What strategies to address barriers to survivorship 
care that lead to disparities are most promising? 

Do those strategies need to be 
implemented using different 
approaches for subgroups of 
survivors? 

What strategies to address barriers to 
survivorship care that lead to disparities are 
most promising? 

It is expensive to take care of late effects – can be 
many years/decades – an intervention that helps 
insurance companies see that it is cost effective and 
provide the guidelines for insurance companies to 
follow 
--- 
It has to go past what you have in “A”. It is important to 
have follow-up guidelines for providers. It is easy to 
follow guidelines at major health centers.  However, 
the majority of survivors will not be seen at specialty 
centers.  PCPs will not easily use these guidelines 
(e.g., does the PCP have the resources to carry them 
out? If they discover an issue, does the PCP and/or 
patient have the resources to follow through?). 
A risk-adapted follow-up plan can be undermined by 
the system (e.g., care is essential, but 
resources/reimbursement are inadequate; capitated 
payment for PC is a disincentive for 
adequate/expensive survivorship care).  Without the 
following policy changes, there won’t be enough 
resources:  

• Insurance coverage of survivorship care 
• Reimbursement for risk-stratified survivorship 

care 
• Provide opportunities for the 

uninsured/underinsured via surveillance (e.g., 
adequate reimbursement and resources at 
safety net clinics). 

The answer cannot be survivorship clinics at all 
pediatric hospitals.  At AMCs, oncologists  can see 
adult survivors of pediatric cancers, but most 
institutions do not have the funds to do this.  Even in 
the best of circumstances, the survivor needs to still 
walk in the door, and have insurance that covers their 
survivorship care. 

--- 
Risk-stratification is essential; guidelines 
are written by exposure, disease site, 
and age; but, how do you take this 
information and best use/implement this 
in a health system? We need to create 
risk buckets (e.g., low, intermediate, 
high), and then develop models of care 
based on those buckets.  To treat all 
survivors as one is not realistic. 
Consider adding access to care, 
comorbidities, SES, social determinants 
of health, etc. to the risk stratification 
criteria using technology; potentially in 
existing cohorts (there was a recent NCI 
supplement focused on this).  The CCSS 
is a limited cohort for this type of work, 
because other institutions do not have 
the same resources.  
Once developed, this algorithm can 
provide a better risk assessment that can 
facilitate the creation of more accurate 
guidelines which can then reduce 
disparities between survivors. 
We should do a better job of measuring 
financial toxicity; if done more 
systematically, the algorithm may do a 
better job of identifying risk. 
We can’t define a perfect system that is 
not attainable. 

 



 

C-6 

Table C4. Key Informant interviews to GQ4. What published and unpublished studies have assessed these strategies? 
Question How effective are strategies that you are familiar with? What confounding factors pose a challenge to interpreting 

research and evaluation studies? 
Survey Monkey 
feedback (included 
as prompt on slide) 

1. Limited, high-level evidence of effectiveness of the 
strategies used by COG (e.g., does adherence to guideline 
recommended health surveillance reduce mortality/improve 
quality of life; most definitely, there is evidence that 
adherence facilitates early detection) 

1. Relative rarity of pediatric cancer 
2. Heterogeneous cancer subtypes and treatment (that keeps 

evolving) 
3. Very delayed onset of health events in relation to treatment 
4. Need for collaboration to have meaningful numbers in 

cohorts to address confounders of outcomes  
KI Feedback There has been a lot of research, but not as much on 

current/conventional risk factors (racial/ethnic minorities, low 
SES); our US (and cancer) population is more heterogeneous 
now than US (and cancer) population 20-30 years ago. 
--- 
We suffer from an absence of detailed information; prospective 
data is rare; CCS treated outside of large pediatric centers is 
unknown, we know much less about those who are not enrolled 
in survivorship cohorts (or not in care), particularly rural 
survivors; this is exacerbated by the relative rarity of the disease. 
--- 
Some in the adult oncology literature that has talked about risk 
stratification, but not been in practice; UK guidelines are the 
furthest along (then Australia); but no systematic reviews on 
whether risk stratification works or doesn’t work, but there is 
evidence that adherence facilitates early detection. 

These 4 are the 4 biggest. One of the greatest challenges. 
Almost impossible to comprehensively study this. 
--- 
Additional issue – simply lack data (or lack of access to this data) 
to appropriately do these analyses. We don’t have data on 
SES/health literacy/culture/financial literacy/language at time of 
treatment. 
--- 
Who is going to fund a study that will look these issues? (due to 
low power, and length of time needed).  Anything outside of the 
CCSS is commonly deemed as redundant, but other cohorts 
(looking at different issues) should be funded.  This would be 
expensive, but there may be benefits if the different cohorts have 
some overlap. 

 

Table C5. Key Informant interviews to GQ5. What are future directions for research in addressing barriers to survivorship care for 
pediatric cancer survivors? 

Question What are the most important gaps in our 
current knowledge of disparities and 
barriers to survivorship care, and how 
would you recommend filling those? 

How can future research be designed 
to minimize the confounding factors 
influencing barriers, and ultimately, 
disparities? 

Are you aware of any important ongoing 
studies addressing disparities or barriers in 
pediatric survivorship care? 

Preliminary 
Feedback 
(included as 
prompt on 
slide) 

1. How to address information needs of 
community clinicians (at point of care) 
to expedite quality survivorship care 

2. How to educate/empower survivors to 
self-advocate for care  

3. How to address the need for 
development of easily accessible 
resources (app or in EMR) 

1. Data sharing and collaboration 
across institutions and nations is 
important to assure diversity of 
population and characterize needs 
of clinically heterogeneous 
survivors 

1. Medical 
2. SES 
3. Cultural 

KI Feedback Some CCS don’t even realize that you can 
apply for disability; connecting people to 

Setting is important and variable; some 
orgs, like St. Jude, is integrative 
whereas other are more treatment 

Most studies are just describing the disparities, 
not addressing them. 
--- 
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Question What are the most important gaps in our 
current knowledge of disparities and 
barriers to survivorship care, and how 
would you recommend filling those? 

How can future research be designed 
to minimize the confounding factors 
influencing barriers, and ultimately, 
disparities? 

Are you aware of any important ongoing 
studies addressing disparities or barriers in 
pediatric survivorship care? 

resources to help survivors advocate for 
their care/other needs is important. 
--- 
Identifying the “healthcare neighborhood” 
will be important for survivors and what are 
the POC-related to those neighborhoods; 
are there teams in these neighborhoods; 
need to understand who is involved in 
transitions in care. 
--- 
How to define SES – we don’t know what 
the right social determinants are. Kira’s bias 
is to utilize measurements that are 
amenable to INTERVENTION. So, we can 
take the next step. For example, use zip 
code to link to poverty level – not a highly 
impactful measure because can’t change. 
However, primary language would be a 
possible one – providing 
materials/education in a patient’s primary 
language.  
Another is Health literacy – providing 
materials in a way patients and families can 
understand. 
Income perspective – parent reported 
income is important – because state and 
federal programs may be available 
Concrete materials screen – food insecurity 
measuring (2-point question screener) 
Having a 1-page social determinants of 
health screener – available and validated in 
adults, could be utilized for pediatric 
patients – could be a starting point. 
--- 
Answer has to be in technology. We have to 
focus on technological answers that can 
facilitate the survivor, oncologist and PCP.  
Community clinicians are extremely busy 
and don’t have the ability to do the 
survivorship care plan.  Educating and 
empowering survivors is great, but if there 

focused and less dedicated to 
survivorship; one size does not fit all 
settings – those with limited treatments, 
have limited risks (brain survivors have 
higher needs and related services); our 
healthcare systems need to be flexible 
to the variable needs of CCS. 
--- 
Lack of a data commons that we can all 
submit to – this is a big barrier to 
advancing the science. Getting access 
to data is a year-long process – can 
delay moving care delivery forward. 
Less access to robust research or 
consortiums among providers that are at 
smaller/less-connected centers  
Not aware of multi center interventions  
Studies are single institution. 

US healthcare is different, but how do 
survivorship outcomes differ with other 
countries. 
--- 
UK has established levels of care that 
determine the provider type survivor will see; 
other groups are increasingly using risk-
stratification for care, but most have access to 
PSP; Study looking at Passport through 
Pancare (giving survivorship care plan).  Most 
other countries are struggling with transitioning 
from oncology to primary/community care, 
similar to the US; but access to care is more 
difficult in the US. 
--- 
Perhaps telehealth can provide better care, 
utilizing experts remotely, possibly using 
pandemic to help push this forward? 
--- 
Provider survey on pandemic services is being 
implemented.  Could there be Centers of 
Excellence that provide services to anyone 
remotely?   This can improve care more broadly 
that can be universally disseminated. 
--- 
Agree that this is a great idea, especially to help 
w/ barriers related to transportation for those 
living in a rural area; thinking about how we can 
take advantage of some of the positive 
outcomes of the pandemic 
--- 
Many of the telehealth rules are still evolving, 
know that there is a desire to maintain 
telehealth especially for those w/ chronic 
conditions to maintain access, but there’s also 
awareness that these types of visits could be 
abused or fraudulent; questions about 
reimbursement for telehealth (figuring out 
whether these visits really are commensurate is 
needed); this wide-spread adoption has been 
great, but need to figure out the best practices 
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Question What are the most important gaps in our 
current knowledge of disparities and 
barriers to survivorship care, and how 
would you recommend filling those? 

How can future research be designed 
to minimize the confounding factors 
influencing barriers, and ultimately, 
disparities? 

Are you aware of any important ongoing 
studies addressing disparities or barriers in 
pediatric survivorship care? 

isn’t someone on the provider end with 
adequate resources, then it can be 
incredibly frustrating. 
App or EMR – can this help and provide a 
solution; technology, using risk stratification 
to create an automated survivorship care 
plan using low, intermediate, and high-risk 
buckets and recommending and facilitating 
the appropriate model of care is best; this 
could all be followed using apps and 
dashboards.  For example, low risk patients 
may be seen using telehealth (direct to 
patient to remove barriers to care); high risk 
seen by specialist + PCP; COVID is 
increasing telehealth direct to patient and 
this can be an essential strategy going 
forward. 

and incentives for telehealth use; Center of 
Excellence (COE) type model can provide 
access to the needed expertise but issue of 
referral to that program is a problem, from the 
health plan side, COEs are used to only allow 
care at one of these types of centers, which 
could create a barrier – it’s a balance of 
suggesting the use of COE but using when 
necessary – need clear guidelines of when 
survivorship care should only be done at COE 
--- 
Grant recently proposed was not funded; 
reviewers thought it was not a problem.  We do 
have a pilot with rural providers for survivorship 
care using telehealth; this is an IMPORTANT 
area and an RFA on this would be ideal.  Some 
RFAs exclude pediatric survivors.  The CCSS is 
amazing, but there is too much emphasis on 
this resource (vs. other work focused on 
disparities/barriers).  We do have 
barriers/disparities that funders/reviewers do 
not appreciate.  Survivorship is NOT the same 
as pediatric cancer treatment. 
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Appendix D. Evidence Tables 
Table D1. GQ1: Disparities in Care 

Study 

Main publication 

Multiple publications 

Study ID 

Country Sample Characteristics Disparities Analyzed 

Barakat, 201217 

N/A 

USA Proportion of CCS: 100% 

Multiple cancer origin 

Racial/ethnic minorities, Underserved or rural populations, Sex 
(biological), Insurance (under/uninsured, type of insurance coverage, 
churns/transitions in coverage) 

Berkman, 201920 

N/A 

USA Proportion of CCS: 100% 

Brain/CNS 

Racial/ethnic minorities, Insurance (under/uninsured, type of insurance 
coverage, churns/transitions in coverage) 

Casillas, 201027 

N/A 

USA Proportion of CCS: 100% 

Multiple cancer origin 

Racial/ethnic minorities 

Casillas, 201128 

LIVESTRONG Survivorship COE Network 

USA Proportion of CCS: 50% 
or more 

Multiple cancer origin 

Racial/ethnic minorities 

Crom, 200738 

Klosky, 200878; Hudson, 200261 

After Completion of Therapy (ACT) Clinic 

USA Proportion of CCS: 100% 

Multiple cancer origin 

Racial/ethnic minorities, Socioeconomic status, Underserved or rural 
populations, Sex (biological), Employment,Insurance (under/uninsured, 
type of insurance coverage, churns/transitions in coverage), Other: Age, 
marital status 

Daly, 201939 

N/A 

USA Proportion of CCS: 100% 

Multiple cancer origin 

Racial/ethnic minorities, Underserved or rural populations, Insurance 
(under/uninsured, type of insurance coverage, churns/transitions in 
coverage) 

de Fine Licht, 201741 

Adult Life after Childhood Cancer in Scandinavia 
(ALiCCS) 

Multiple 
countries 

Proportion of CCS: 100% 

Multiple cancer origin 

Sex (biological), Other: Age at hospitalization, cancer diagnosis 

Holmes, 198660 USA Proportion of CCS: 100% 

Multiple cancer origin 

Sex (biological) 

Johnson, 200467 

N/A 

UK Proportion of CCS: 100% 

Multiple cancer origin 

Socioeconomic status, Education 

Kazak, 199973 USA Proportion of CCS: 100% Other: Poor family functioning as measured by Family Assessment 
Device scale 
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Study 

Main publication 

Multiple publications 

Study ID 

Country Sample Characteristics Disparities Analyzed 

Alderfer, 200911; Kazak, 200472 

Surviving Cancer Competently Intervention 
Program (SCCIP) 

Multiple cancer origin 

Landier, 201584 

N/A 

USA Proportion of CCS: 100% 

Multiple cancer origin 

Racial/ethnic minorities, Education, Other: Longer time since diagnosis, 
diagnosed with leukemia, and those at lower risk 

Li, 197686 

N/A 

USA Proportion of CCS: 100% 

Multiple cancer origin 

Education, Insurance (under/uninsured, type of insurance coverage, 
churns/transitions in coverage) 

May, 201792 

N/A 

USA Proportion of CCS: 100% 

Multiple cancer origin 

Racial/ethnic minorities, Insurance (under/uninsured, type of insurance 
coverage, churns/transitions in coverage) 

McBride, 201193 

Childhood, Adolescent, and Young Adult Cancer 
Survivors (CAYACS) Research Program 

Canada Proportion of CCS: 100% 

Multiple cancer origin 

Socioeconomic status, Underserved or rural populations, Sex 
(biological) 

McClellan, 201594 

N/A 

USA Proportion of CCS: NR 

Multiple cancer origin 

Sex (biological) 

Mendoza, 201895 USA Proportion of CCS: 100% 

Multiple cancer origin 

Socioeconomic status 

Michel, 201197 

Michel, 201696; Lupatsch, 201687; Gianinazzi, 
201457; University of Bern, 200721 

Swiss Childhood Cancer Survivor Study 
(SCCSS) 

Other 
(specify) 

Proportion of CCS: 100% 

Multiple cancer origin 

Underserved or rural populations, Sex (biological), Education, Other: 
Treatment, reported late effects, age at study, parental education 

Milam, 201598 

Miller, 201899; Miller, 2017100; Cousineau, 201937 

Project Forward 1 

USA Proportion of CCS: 100% 

Multiple cancer origin 

Racial/ethnic minorities, Socioeconomic status, Sex (biological), 
Education, Insurance (under/uninsured, type of insurance coverage, 
churns/transitions in coverage), Other: Prior survivorship care, higher 
treatment intensity, younger age at survey 

Nathan, 2016102 Canada Proportion of CCS: 100% Socioeconomic status, Underserved or rural populations, Sex 
(biological) 
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Study 

Main publication 

Multiple publications 

Study ID 

Country Sample Characteristics Disparities Analyzed 

Pediatric Oncology Group of Ontario Networked 
Information System (POGONIS) 

Multiple cancer origin 

Oeffinger, 2004106 

Kirchhoff, 201375; Casillas, 201529; Nathan, 
2008101; Caplin, 201724; Casillas, 201125; 
Castellino, 200532; Geller, 201956; Kaste, 200971; 
Kirchhoff, 201876; Nipp, 2017104; Recklitis, 
2010112; Yeazel, 2004134; Zebrack, 2012135; Ford, 
202054; Park, 2017109; Smith, 2010123; Park, 
2012110; Krull, 201180; Nathan, 2010103; Kadan-
Lottick, 200269; Kurt, 201283 

Childhood Cancer Survivor Study (CCSS) 

Multiple 
countries 

Proportion of CCS: 100% 

Multiple cancer origin 

Racial/ethnic minorities, Socioeconomic status, Underserved or rural 
populations, Sex (biological), Education, Employment, Insurance 
(under/uninsured, type of insurance coverage, churns/transitions in 
coverage), Other: Lacking health insurance and older age at survey 
date; current age (younger, <26); severe, disabling, or life-threatening 
chronic condition; presence of neurocognitive problems and 
antidepressant use; cancer diagnosis; age at interview, marital status, 
receipt of a survivorship care plan, survivorship care in prior two years, 
written treatment summary, and those in chronic pain 

Ojha, 2014108 

Behavioral Risk Factor Surveillance System 
(BRFSS) 

USA Proportion of CCS: 100% 

Multiple cancer origin 

Racial/ethnic minorities, Sex (biological), Insurance (under/uninsured, 
type of insurance coverage, churns/transitions in coverage) 

Reppucci, 2017113 

SuRFF Program at the Cohen Children’s Medical 
Center of New York 

USA Proportion of CCS: 100% 

Multiple cancer origin 

Other: Current age 

Sutradhar, 2015124 

Pediatric Oncology Group of Ontario Networked 
Information System (POGONIS) 

Canada Proportion of CCS: 100% 

Multiple cancer origin 

Underserved or rural populations, Other: Diagnosis, age at diagnosis, 
treatment with radiation, treatment intensity (Intensity of Treatment 
Rating, Cyclophosphamide-equivalent dose, Doxorubicin-equivalent 
dose), continuity of care, annual physical examination 

Szalda, 2016126 

Szalda, 2017125 

Cancer Survivorship Program at CHOP 

USA Proportion of CCS: 100% 

Multiple cancer origin 

Insurance (under/uninsured, type of insurance coverage, 
churns/transitions in coverage) 

vanLaar, 2013130 

N/A 

UK Proportion of CCS: 100% 

Multiple cancer origin 

Sex (biological), Other: Age 

Welch, 2017132 USA Proportion of CCS: 100% 

Leukemia 

Insurance (under/uninsured, type of insurance coverage, 
churns/transitions in coverage), Other: Age (adult at follow-up); enrolled 
on a clinical trial; type of leukemia 
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Study 

Main publication 

Multiple publications 

Study ID 

Country Sample Characteristics Disparities Analyzed 

Consortium for New England Childhood Cancer 
Survivors 

Zheng, 2016136 

N/A 

USA Proportion of CCS: 100% 

Multiple cancer origin 

Racial/ethnic minorities, Insurance (under/uninsured, type of insurance 
coverage, churns/transitions in coverage) 

Table D2. GQ2: Barriers to Care 
ID and related 
publications 

Study ID 

Country 

Methodology 

Proportion of CCS 

Cancer origin 

Barrier level 
Barrier category 
Barrier detail 

Ahn, 201710 

Korean CCS 

Korea 

Survey 

Proportion of CCS: 100% 

Multiple cancer origin 

Level: Caregiver/family/community, Patient 
Category: Patient/Provider knowledge,Health literacy, Other: Age 
Patient or caregiver/family/community barrier type: Knowledge of need for 
life-long survivorship care; Cultural, language, and literacy difficulties 

Berg, 201619 

N/A 

USA 

Survey 

Proportion of CCS: 100% 

Multiple cancer origin 

Level: Patient 
Category: Access to care, Insurance coverage, Health literacy 
Patient or caregiver/family/community barrier type: Lack of adequate financial 
or employment resources (money to spend on co-pays or coinsurance, time 
off work, childcare); Dependence/independence in decision-making; Trust in 
providers/medical community 

Berkman, 201920 

N/A 

USA 

Analytic study 

Proportion of CCS: 100% 

Brain/CNS 

Level: Patient 
Category: Access to care, Insurance coverage 
Patient or caregiver/family/community barrier type: Lack of adequate financial 
or employment resources (money to spend on co-pays or coinsurance, time 
off work, childcare) 

Casillas, 201027 

N/A 

USA 

Interview 

Proportion of CCS: 100% 

Multiple cancer origin 

Level: Caregiver/family/community, Patient 
Category: Patient/Provider knowledge, Cultural, Health literacy, Other: 
Cancer experience as traumatic for family, don't want to think about late 
effects; stigma of cancer 
Patient or caregiver/family/community barrier type: Cultural, language, and 
literacy difficulties 
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ID and related 
publications 

Study ID 

Country 

Methodology 

Proportion of CCS 

Cancer origin 

Barrier level 
Barrier category 
Barrier detail 

Casillas, 201128 

LIVESTRONG 
Survivorship Center of 
Excellence (COE) 
Network 

USA 

Survey 

Proportion of CCS: 50% 
or more 

Multiple cancer origin 

Level: Patient, Provider 
Category: Access to care, Patient/Provider knowledge 
Patient or caregiver/family/community barrier type: Prioritization of 
survivorship care, Knowledge of need for life-long survivorship care,Trust in 
providers/medical community, Other: Health care self-efficacy 
Provider, health system, or payer barrier type: Geographic barriers, lack of 
local availability of services 

Crom, 200738 

Klosky, 200878; Hudson, 
200261 

After Completion of 
Therapy (ACT) Clinic 

USA 

Analytic study 

Proportion of CCS: 100% 

Multiple cancer origin 

Level: Patient 
Category: Access to care, Patient/Provider knowledge, Insurance coverage, 
Other: Employment Status 
Patient or caregiver/family/community barrier type: Lack of adequate financial 
or employment resources (money to spend on co-pays or coinsurance, time 
off work, childcare); Other: Acuity of survivorship visit; social work consult 
also scheduled 

de Moor, 200742 

N/A 

USA 

Survey 

Proportion of CCS: 100% 

Multiple cancer origin 

Level: Provider, Health system 
Category: Access to care, Other: Health system characteristics 
Provider, health system, or payer barrier type: Lack of adequate resources to 
deliver needed care or respond to needs (PCP or specialist); Geographic 
barriers, lack of local availability of services; Other: Staffing and time 
constraints to offer smoking cessation services 

Eshelman-Kent, 201152 

N/A 

USA 

Survey 

Proportion of CCS: 100% 

Multiple cancer origin 

Level: Patient, Provider, Health system 
Category: Access to care, Patient/Provider knowledge 
Patient or caregiver/family/community barrier type: Knowledge of need for 
life-long survivorship care; Lack of adequate financial or employment 
resources (money to spend on co-pays or coinsurance, time off work, 
childcare); Trust in providers/medical community 
Provider, health system, or payer barrier type: Lack of adequate resources to 
deliver needed care or respond to needs (PCP or specialist); Geographic 
barriers, lack of local availability of services; Lack of insurance 
coverage/reimbursement; Lack of knowledge or comfort in ability to provide 
survivorship care 

Gardner, 201455 

N/A 

USA 

Survey 

Proportion of CCS: 100% 

Multiple cancer origin 

Level: Patient 
Category: Access to care, Patient/Provider knowledge, Insurance coverage 
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ID and related 
publications 

Study ID 

Country 

Methodology 

Proportion of CCS 

Cancer origin 

Barrier level 
Barrier category 
Barrier detail 

Patient or caregiver/family/community barrier type: Lack of adequate financial 
or employment resources (money to spend on co-pays or coinsurance, time 
off work, childcare), Other: Use of prescription medication 

Hays, 199258 

N/A 

USA 

Survey,Analytic study 

Proportion of CCS: 100% 

Multiple cancer origin 

Level: Payer 
Category: Insurance coverage 
Provider, health system, or payer barrier type: Lack of insurance 
coverage/reimbursement 

Holmes, 198660 

N/A 

USA 

Survey,Interview 

Proportion of CCS: 100% 

Multiple cancer origin 

Level: Patient 
Category: Insurance coverage,Other : Life insurance 
Patient or caregiver/family/community barrier type: Other: Ability to get 
needed coverage 

Iwai, 201764 

N/A 

Other (specify) 

Survey 

Proportion of CCS: 100% 

Multiple cancer origin 

Level: Patient 
Category: Access to care,Patient/Provider knowledge,Other : financial 
concerns, employment issues 
Patient or caregiver/family/community barrier type: Lack of adequate financial 
or employment resources (money to spend on co-pays or coinsurance, time 
off work, childcare); Dependence/independence in decision-making; Cultural, 
language, and literacy difficulties;Trust in providers/medical community 

Iyer, 201765 

N/A 

USA 

Survey,Interview 

Proportion of CCS: 50% 
or more 

Multiple cancer origin 

Level: Provider 
Category: Access to care, Patient/Provider knowledge 
Provider, health system, or payer barrier type: Poor transition from pediatric 
to adult care; Lack of knowledge or comfort in ability to provide survivorship 
care; Other: Unsure of which provider is responsible for which late 
effects/comorbid conditions 

Jereb, 200066 

N/A 

Japan 

Survey 

Proportion of CCS: 100% 

Multiple cancer origin 

Level: Caregiver/family/community, Patient, Provider 
Category: Access to care, Patient/Provider knowledge 
Patient or caregiver/family/community barrier type: Knowledge of need for 
life-long survivorship care 
Provider, health system, or payer barrier type: Lack of adequate resources to 
deliver needed care or respond to needs (PCP or specialist); Other: 
Reluctance to give up on their patients 

Keats, 201974 

N/A 

Canada 

Interview 

Proportion of CCS: 100% 

Multiple cancer origin 

Level: Caregiver/family/community, Patient, Provider 
Category: Access to care, Patient/Provider knowledge 
Patient or caregiver/family/community barrier type: 
Dependence/independence in decision-making; Trust in providers/medical 
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ID and related 
publications 

Study ID 

Country 

Methodology 

Proportion of CCS 

Cancer origin 

Barrier level 
Barrier category 
Barrier detail 

community; Other: Perceived lack of sharing of medical information among 
providers 
Provider, health system, or payer barrier type: Lack of adequate resources to 
deliver needed care or respond to needs (PCP or specialist); Lack of 
knowledge or comfort in ability to provide survivorship care 

Knighting, 202079 

N/A 

UK 

Interview 

Proportion of CCS: 100% 

Multiple cancer origin 

Level: Patient 
Category: Access to care 
Patient or caregiver/family/community barrier type: Knowledge of need for 
life-long survivorship care; Lack of adequate financial or employment 
resources (money to spend on co-pays or coinsurance, time off work, 
childcare); Dependence/independence in decision-making; Cultural, 
language, and literacy difficulties; Trust in providers/medical community 

Kuhlthau, 201681 

NHIS 

USA 

Survey 

Proportion of CCS: 100% 

Multiple cancer origin 

Level: Patient 
Category: Access to care 
Patient or caregiver/family/community barrier type: Lack of adequate financial 
or employment resources (money to spend on co-pays or coinsurance, time 
off work, childcare); Other: Delayed medical care, forgone medical care 

Li, 197686 

N/A 

USA 

Survey,Analytic study 

Proportion of CCS: 100% 

Multiple cancer origin 

Level: Patient, Provider 
Category: Access to care, Insurance coverage 
Patient or caregiver/family/community barrier type: Knowledge of need for 
life-long survivorship care 
Provider, health system, or payer barrier type: Lack of knowledge or comfort 
in ability to provide survivorship care 

Maeda, 201088 

N/A 

Slovenia 

Survey 

Proportion of CCS: 50% 
or more 

Multiple cancer origin 

Level: Patient 
Category: Access to care, Patient/Provider knowledge, Health literacy 
Patient or caregiver/family/community barrier type: Prioritization of 
survivorship care; Knowledge of need for life-long survivorship care; Lack of 
adequate financial or employment resources (money to spend on co-pays or 
coinsurance, time off work, childcare); Cultural, language, and literacy 
difficulties 

McClellan, 201594 

N/A 

USA 

Survey 

Proportion of CCS: NR 

Multiple cancer origin 

Level: Patient, Provider 
Category: Access to care 
Patient or caregiver/family/community barrier type: Trust in providers/medical 
community 
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ID and related 
publications 

Study ID 

Country 

Methodology 

Proportion of CCS 

Cancer origin 

Barrier level 
Barrier category 
Barrier detail 

Provider, health system, or payer barrier type: Poor transition from pediatric 
to adult care; Lack of knowledge or comfort in ability to provide survivorship 
care 

Mendoza, 201895 

N/A 

USA 

Survey 

Proportion of CCS: 100% 

Multiple cancer origin 

Level: Health system 
Category: Access to care; Insurance coverage 
Provider, health system, or payer barrier type: Lack of insurance 
coverage/reimbursement 

Michel, 201197 
Michel, 201696; Lupatsch, 
201687; Gianinazzi, 
201457; University of Bern, 
200721 

Swiss Childhood Cancer 
Survivor Study (SCCSS) 

Switzerland 

Survey 

Proportion of CCS: 100% 

Multiple cancer origin 

Level: Patient 
Category: Access to care, Patient/Provider knowledge, Health literacy 
Patient or caregiver/family/community barrier type: Knowledge of need for 
life-long survivorship care; Other: Distressed vs. nondistressed survivors 

Milam, 201598 
Miller, 201899; Miller, 
2017100; Cousineau, 
201937 

Project Forward 1 

USA 

Survey,Analytic study 

Proportion of CCS: 100% 

Multiple cancer origin 

Level: Caregiver/family/community, Patient 
Category: Access to care, Patient/Provider knowledge, Cultural, Insurance 
coverage 
Patient or caregiver/family/community barrier type: Knowledge of need for 
life-long survivorship care; Lack of adequate financial or employment 
resources (money to spend on co-pays or coinsurance, time off work, 
childcare); Dependence/independence in decision-making; Cultural, 
language, and literacy difficulties; Other: Barriers to seeking LTFU care: 
higher health care self-efficiacy (being uninsured was financial driver) 

Novakovic, 1997105 

N/A 

USA 

Survey 

Proportion of CCS: 50% 
or more 

Bone cancer 

Level: Patient 
Category: Access to care, Insurance coverage 
Patient or caregiver/family/community barrier type: Lack of adequate financial 
or employment resources (money to spend on co-pays or coinsurance, time 
off work, childcare) 

Oeffinger, 2004106 
Kirchhoff, 201375; Casillas, 
201529; Nathan, 2008101; 
Caplin, 201724; Casillas, 
201125; Castellino, 200532; 
Geller, 201956; Kaste, 
200971; Kirchhoff, 201876; 
Nipp, 2017104; Recklitis, 

Multiple countries 

Survey, Interview, Analytic 
study 

Proportion of CCS: 100% 

Multiple cancer origin 

Level: Caregiver/family/community, Patient, Provider, Health system, Payer 
Category: Access to care, Patient/Provider knowledge, Cultural, Insurance 
coverage, Health literacy, Other: Late effects; financial hardship (medical, 
psychosocial, and behavioral) 
Patient or caregiver/family/community barrier type: Prioritization of 
survivorship care; Knowledge of need for life-long survivorship care; Lack of 
adequate financial or employment resources (money to spend on co-pays or 
coinsurance, time off work, childcare); Dependence/independence in 
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ID and related 
publications 

Study ID 

Country 

Methodology 

Proportion of CCS 

Cancer origin 

Barrier level 
Barrier category 
Barrier detail 

2010112; Yeazel, 2004134; 
Zebrack, 2012135; Ford, 
202054; Park, 2017109; 
Smith, 2010123; Park, 
2012110; Krull, 201180; 
Nathan, 2010103; Kadan-
Lottick, 200269; Kurt, 
201283 

Childhood Cancer 
Survivor Study (CCSS) 

decision-making; Cultural, language, and literacy difficulties; Trust in 
providers/medical community; Other: Prepared list of concerns for routine 
care visit, asked about screening during visit, heard about ABCDE rule for 
melanoma 
Provider, health system, or payer barrier type: Lack of adequate resources to 
deliver needed care or respond to needs (PCP or specialist); Geographic 
barriers, lack of local availability of services; Lack of insurance 
coverage/reimbursement; Lack of adequate in-network providers 

Quillen, 2017111 

N/A 

USA 

Survey 

Proportion of CCS: 100% 

Multiple cancer origin 

Level: Patient 
Category: Access to care, Patient/Provider knowledge 
Patient or caregiver/family/community barrier type: Knowledge of need for 
life-long survivorship care; Lack of adequate financial or employment 
resources (money to spend on co-pays or coinsurance, time off work, 
childcare); Trust in providers/medical community 

Rosenberg-Yunger, 
2013116 

N/A 

Canada 

Interview 

Proportion of CCS: 100% 

Multiple cancer origin 

Level: Patient 
Category: Access to care, Patient/Provider knowledge, Health literacy 
Patient or caregiver/family/community barrier type: Prioritization of 
survivorship care; Knowledge of need for life-long survivorship care; Trust in 
providers/medical community 

Sadak, 2012117 

N/A 

USA 

Survey 

Proportion of CCS: 100% 

Multiple cancer origin 

Level: Patient, Payer 
Category: Access to care, Patient/Provider knowledge, Insurance coverage, 
Health literacy 
Patient or caregiver/family/community barrier type: Knowledge of need for 
life-long survivorship care; Dependence/independence in decision-making 
Provider, health system, or payer barrier type: Poor transition from pediatric 
to adult care; Lack of insurance coverage/reimbursement 

Sadak, 2019118 

N/A 

USA 

Survey 

Proportion of CCS: 
Unclear 

Other (specify) : Focused 
on facility, not individual 
CCS 

Level: Health system 
Category: Other: Size of the transition program 
Provider, health system, or payer barrier type: Geographic barriers, lack of 
local availability of services; Poor transition from pediatric to adult care 

Sherman, 2004121 USA Proportion of CCS: 100% Level: Health system 
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ID and related 
publications 

Study ID 

Country 

Methodology 

Proportion of CCS 

Cancer origin 

Barrier level 
Barrier category 
Barrier detail 

N/A Survey Multiple cancer origin Category: Access to care 
Provider, health system, or payer barrier type: Lack of adequate resources to 
deliver needed care or respond to needs (PCP or specialist) 

Szalda, 2016126  
Szalda, 2017125 

Cancer Survivorship 
Program at the Children’s 
Hospital of Philadelphia 
(CHOP) 

USA 

Survey, Analytic study 

Proportion of CCS: 100% 

Multiple cancer origin 

Level: Patient 
Category: Access to care, Patient/Provider knowledge, Insurance coverage 
Patient or caregiver/family/community barrier type: Prioritization of 
survivorship care; Dependence/independence in decision-making; Cultural, 
language, and literacy difficulties; Trust in providers/medical community 

Van Laar, 2013130 

N/A 

UK 

Survey 

Proportion of CCS: 100% 

Multiple cancer origin 

Level: Patient 
Category: Access to care 
Patient or caregiver/family/community barrier type: Knowledge of need for 
life-long survivorship care; Other: Less waiting time 

Warner, 2014131 

N/A 

USA 

Interview 

Proportion of CCS: 100% 

Multiple cancer origin 

Level: Patient, Provider, Health system 
Category: Access to care, Patient/Provider knowledge, Insurance coverage, 
Other: Quality of care 
Patient or caregiver/family/community barrier type: Prioritization of 
survivorship care; Lack of adequate financial or employment resources 
(money to spend on co-pays or coinsurance, time off work, childcare); Trust 
in providers/medical community 
Provider, health system, or payer barrier type: Lack of knowledge or comfort 
in ability to provide survivorship care 

Table D3. GQ4: Evaluted Strategies 
ID 

Study ID 

Design 

Country 

Cancer origin 

Proportion of CCS 

Strategy and intervention approach 

Description of survivorship care strategy 

Assessed outcome domain and measure 

Bashore, 201618  

N/A 

Observational 

Multiple cancer origin 

CCS: 100% 

Strategy: Care plan, Model of care 

Intervention category: Education 

Outcomes: Survivorship Care Domain: Utilization of 
survivorship care services, care plans, or models of 
care: transition in care 

Authors’ conclusion: The majority of the participants 
reported the sections of the workbook on their 
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ID 

Study ID 

Design 

Country 

Cancer origin 

Proportion of CCS 

Strategy and intervention approach 

Description of survivorship care strategy 

Assessed outcome domain and measure 

USA Evaluation regarding the usefulness of a workbook to 
assist survivors to become ready to transition to 
adult care 

Primary target: Patient 

medical history, provider information, and insurance 
were the most helpful. After completing the workbook 
intervention, survivors reported higher mean scores 
on readiness to transition and being ready to make 
the changes to transition. 

Blaauwbroek, 201222  

N/A 

Observational 

Multiple countries 

Multiple cancer origin 

CCS: 100% 

Strategy: Care plan 

Intervention category: Given tools for empowerment 

Web-based survivorship care plan given to CCS to 
sent to primary care provider to initiate surveillance 
and long-term follow-up 

Primary target: Patient 

Outcomes: Survivorship Care Domain: Utilization of 
survivorship care services, care plans, or models of 
care: survivorship care plan 

Authors’ conclusion: The vast majority of survivors 
and providers accessed the website and found the 
SCP user-friendly for both the online and the printed 
version. The majority of survivors thought their 
knowledge of late effects had improved through the 
SCP and nearly all survivors had become more 
aware of the benefits of follow-up. 

Casillas, 201726  

N/A 

Observational 

USA 

Multiple cancer origin 

CCS: 100% 

Strategy: Survivorship care service 

Intervention category: Education 

Develop and examine the acceptability, feasibility, 
and usability of a text messaging system for 
improving the receipt of survivorship care; text 
messages delivered programmed reminders to 
schedule and attend survivorship appointments, 
tailored suggestions for community resources for 
cancer survivors, and messages prompting 
participant feedback regarding appointments and 
resources 

Primary target: Patient 

Outcomes: Survivorship Care Domain: Utilization of 
survivorship care services, care plans, or models of 
care: Survivorship care 

Authors’ conclusion: Text messaging system an 
acceptable form of communication, the screening 
reminders and feedback prompts feasible for 
improving the receipt of survivorship care, and the 
tailored suggestions for community resources usable 
for connecting survivors to relevant services.  
Survivors also shared the texting messaging system 
has the  potential to mitigate barriers in coordinating 
survivorship care, encourage active self-
management of survivorship care, and help survivors 
reach personal survivorship health behavior goals 
beyond late effect screening. 

Casillas, 201930  

N/A 

Experimental 

Multiple cancer origin 

CCS: 100% 

Strategy: Survivorship care service, Care plan 

Intervention category: Education 

Evaluation of text-messaging and peer navigation 
interventions were compared to standard-of-care 

Outcomes: Survivorship Care Domain: Utilization of 
survivorship care services, care plans, or models of 
care: Knowledge of survivorship care among 
survivors 
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ID 

Study ID 

Design 

Country 

Cancer origin 

Proportion of CCS 

Strategy and intervention approach 

Description of survivorship care strategy 

Assessed outcome domain and measure 

USA survivorship educational materials to increase 
survivors' (1) late effects knowledge and (2) 
knowledge, attitudes, and self-efficacy towards 
seeking survivor-focused care;  no clear provider 
target because the educational materials provided to 
patients could be delivered by anyone on the care 
team. 

Primary target: Patient 

Authors’ conclusion: The text-messaging group had 
increased survivorship care knowledge compared to 
the control group (current standard-of-care 
educational materials); the peer navigation group 
had increased survivorship care self-efficacy 
compared to the control group. Both intervention 
groups showed increased attitudes towards seeking 
survivor-focused care compared to the control group. 

Casillas, 202031  

N/A 

Experimental 

USA 

Multiple cancer origin 

CCS: 100% 

Strategy: Survivorship care service 

Intervention category: Education 

Single-arm pilot study evaluated a novel intervention 
(a photonovela) on its ability to educate Latino AYA 
survivors and their family members and engage 
them in survivorship care; a health advocate led 
each photonovela intervention session. 

Primary target: Patient, Family 

Outcomes: Survivorship Care Domain: Utilization of 
survivorship care services, care plans, or models of 
care: educate Latino survivors and their family and 
engage them in survivorship care 

Authors’ conclusion: The photonovela intervention 
was effective in improving survivorship care 
confidence  of Latino AYA survivors and their 
families both at the follow-up and booster 
assessments. Additionally, the intervention had small 
to medium effect on family members on higher mean 
scores for  cancer stigma from baseline to booster 
assessment, but also improved knowledge for family 
members from baseline to booster. 

Costello, 201736  

N/A 

Observational 

USA 

Multiple cancer origin 

CCS: 100% 

Strategy: Survivorship care service, Model of care 

Intervention category: Access to care 

Pediatric oncologists and adult primary care 
providers used telemedicine to help aid childhood 
cancer survivors with their transition in follow-up care 
to their primary care provider. 

Primary target: Patient, Provider 

Outcomes: Survivorship Care Domain: Utilization of 
survivorship care services, care plans, or models of 
care: telemedicine of survivorship visit with 
oncologist and PCP; Health services/Economics: 
Primary care, specialty care, or other care utilization: 
telemedicine of survivorship visit with oncologist and 
PCP 

Authors’ conclusion: The use of telemedicine 
technology for transition visit increased knowledge, 
comfort and abilities, and patient satisfaction in 
survivorship care. Negative comments from CCS 
were primarily related to equipment difficulties. 

Crom, 200738  Multiple cancer origin Strategy: Other : Knowledge of late effects Outcomes: Survivorship Care Domain: Utilization of 
survivorship care services, care plans, or models of 
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ID 

Study ID 

Design 

Country 

Cancer origin 

Proportion of CCS 

Strategy and intervention approach 

Description of survivorship care strategy 

Assessed outcome domain and measure 

Klosky, 200878; Hudson, 
200261 

After Completion of 
Therapy (ACT) Clinic 

Experimental 

USA 

CCS: 100% Intervention category: Education 

Assess the efficacy of an educational intervention 
targeting survivorship clinic attendees to assess 
health knowledge about cancer treatment and risks, 
health perceptions, and health behavior practice at 
baseline and follow-up one year later 

Primary target: Patient 

care: Attenders vs. non-attenders at survivorship 
visits; Health services/Economics: Primary care, 
specialty care, or other care utilization: Difficulty 
obtaining care; Health services/Economics: Financial 
hardship, costs, and resource utilization; Other: 
Health knowledge of late effects 

Authors’ conclusion: In comparison, to the standard 
of care, at the one-year follow-up assessment female 
survivors in the intervention group (standard of care 
plus the educational intervention) reported higher 
health knowledge than male survivors. 

de Moor, 201143  
Emmons, 201349 

NCT00588107 

Observational 

USA 

Multiple cancer origin 

CCS: NR 

Strategy: Other: Access to survivorship care/primary 
care providers were included as covariates 

Intervention category: Education 

Web site and print materials intervention for smoking 
intervention for childhood, adolescent, and young 
adult cancer survivors 

Primary target: Patient 

Outcomes: Biomedical: Late effects and morbidity; 
Health services/Economics: Primary care, specialty 
care, or other care utilization: smoking rate, nicotine 
dependence, quit attempts 

Authors’ conclusion: Encouragement to quit smoking 
by one’s regular doctor or oncologist was associated 
with a making more quit attempts. 

Devine, 202045  

NCT02699996 

Experimental 

USA 

Multiple cancer origin 

CCS: 100% 

Strategy: Survivorship care service 

Intervention category: Education 

Self-management and peer mentoring intervention to 
promote self-management of follow-up care; the 
main target was the CCS and the secondary target 
was the peer mentor 

Primary target: Patient 

Outcomes: Survivorship Care Domain: Utilization of 
survivorship care services, care plans, or models of 
care; Psychosocial: Psychological; Health 
services/Economics: Primary care, specialty care, or 
other care utilization: Barriers to care, transition 
readiness; Health services/Economics: Quality of 
life/satisfaction with care; Health 
services/Economics: Financial hardship, costs, and 
resource utilization 

Authors’ conclusion: Significant positive relationship 
with transition readiness using multiple measures 
including knowledge, beliefs/expectations, 
goals/motivation; positively associated w/ grit; 
negatively associated w/ FOCUS instrument 
(measures barriers to care). 
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ID 

Study ID 

Design 

Country 

Cancer origin 

Proportion of CCS 

Strategy and intervention approach 

Description of survivorship care strategy 

Assessed outcome domain and measure 

Ducassou, 201747  

N/A 

Experimental 

France 

Multiple cancer origin 

CCS: 100% 

Strategy: Model of care 

Intervention category: Access to care 

Shared care program between primary care provider 
and oncologist 

Primary target: Patient 

Outcomes: Survivorship Care Domain: Utilization of 
survivorship care services, care plans, or models of 
care: shared care (oncologist and PCP); Health 
services/Economics: Primary care, specialty care, or 
other care utilization: shared care (oncologist and 
PCP) 

Authors’ conclusion: Personalized and incentive-
based guidance proved to be very useful in helping 
survivors to adhere to follow-up care. 

Eilertsen, 200448  

N/A 

Observational 

Norway 

Multiple cancer origin 

CCS: 100% 

Strategy: Model of care 

Intervention category: Education 

Hold a collaborative meeting between the child, their 
parents, and the professionals in the family’s home 
community and the pediatric unit 

Primary target: Patient, Family 

Outcomes: Survivorship Care Domain: Utilization of 
survivorship care services, care plans, or models of 
care: survivorship care 

Authors’ conclusion: Health professionals regard 
collaborationwith CCS, family and other 
professionals as being valuable and important for 
follow-up care for CCS. 

Ford, 201353  

N/A 

Observational 

USA 

Multiple cancer origin 

CCS: 100% 

Strategy: Other : Knowledge of the need for life-long 
survivorship care 

Intervention category: Education 

Long term survivorship clinic 

Primary target: Patient 

Outcomes: Survivorship Care Domain: Utilization of 
survivorship care services, care plans, or models of 
care: knowledge of the need for life-long survivorship 
care 

Authors’ conclusion: There were no significant 
differences in survivors knowledge about their 
cancer diagnosis, perceptions of risk of future health 
problems, or psychological or emotional problems 
reported by those in long-term survivorship clinic 
versus those in non-specialized clinic. 

Iyer, 201765  

N/A 

Observational 

USA 

Multiple cancer origin 

CCS: 50% or more 

Strategy: Care plan, Model of care 

Intervention category: Access to care 

Survivorship care plans from the perspective of 
primary care provider and CCS 

Primary target: Provider 

Outcomes: Survivorship Care Domain: Utilization of 
survivorship care services, care plans, or models of 
care: Survivorship care plans, barriers, and 
preferences regarding care; Health 
services/Economics: Primary care, specialty care, or 
other care utilization 

Authors’ conclusion: Primary care providers 
generally felt uncomfortable using the survivorship 
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care plan  and providing survivorship care, the 
biggest barrier was lack of knowledge. 

Kadan-Lottick, 201870 Yale 
University, 2010129  

NCT02816866 

Experimental 

USA 

Multiple cancer origin 

CCS: 100% 

Strategy: Care plan 

Intervention category: Access to care 

Upfront distribution of survivorship care plans to be 
implemented by 1) primary care physicians or 2) 
survivorship clinic 

Primary target: Patient, Provider 

Outcomes: Survivorship Care Domain: Utilization of 
survivorship care services, care plans, or models of 
care: Survivorship care plan taken to oncologist or 
PCP; Health services/Economics: Primary care, 
specialty care, or other care utilization: Survivorship 
care plan taken to oncologist or PCP 

Authors’ conclusion: Empowering childhood cancer 
survivors with survivorship care plan to be 
implemented by their PCPs is not sufficient to meet 
consensus follow-up recommendations compared to 
those who attend survivorship clinic. CCS who had 
SCP and attend up follow-up care with primary care 
reported much lower adherence to guideline-
recommended surveillance tests and less 
identification of late complications of therapy. 

Kunin-Batson, 201682  

NCT01593618 

Experimental 

USA 

Multiple cancer origin 

CCS: 100% 

Strategy: Care plan 

Intervention category: Education 

Web-based informational intervention for adolescent 
and young adult survivors of childhood cancer to 
improve cancer knowledge and psychosocial 
functioning 

Primary target: Patient 

Outcomes: Survivorship Care Domain: Utilization of 
survivorship care services, care plans, or models of 
care: Knowledge of cancer diagnosis, history, and 
treatment; Psychosocial: Psychological; Health 
services/Economics: Quality of life/satisfaction with 
care 

Authors’ conclusion: Post-treatment, the web-based 
intervention was not statistically better in improving 
cancer knowledge, anxiety of health beliefs 
compared to the standard of care.  Among those 
randomized to the  web-based intervention there was 
low utilization of the website. However, the most 
visited part of the website was the treatment 
summary followed by links to other outside sites for 
cancer survivors and then links to specific health-
related information. 
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Landier, 201584  

N/A 

Observational 

USA 

Multiple cancer origin 

CCS: 100% 

Strategy: Care plan 

Intervention category: Access to care,Education 

Survivorship clinic and tailored education of risk for 
late effects 

Primary target: Patient 

Outcomes: Survivorship Care Domain: Utilization of 
survivorship care services, care plans, or models of 
care: Awareness of health risks in survivorship 

Authors’ conclusion: Risk-based education in a 
survivorship clinic significantly increases awareness 
of personal health risk through three sessions. 

Oeffinger, 2019107  

NCT01579552 
(EMPOWER Study) 

Experimental 

Multiple countries 

Multiple cancer origin 

CCS: 100% 

Strategy: Survivorship care service 

Intervention category: Education 

Randomized control trial where some female 
childhood cancer survivors were mailed an 
information packet and  received a motivational 
interview from trained counselors; the measured 
outcome was screening mammography by 12 
months after the intervention 

Primary target: Patient 

Outcomes: Biomedical: Late effects and morbidity; 
Health services/Economics: Primary care, specialty 
care, or other care utilization: Mammography 
screening 

Authors’ conclusion: At a one-year follow-up, women 
in the intervention group were significantly more 
likely than those in the control group to report a 
mammogram. The  intervention was more successful 
among women age 25 to 39 years  than among 
those age 40 to 50 years. 

Reynolds, 2019114  

N/A 

Observational 

Canada 

Multiple cancer origin 

CCS: 100% 

Strategy: Model of care 

Intervention category: Access to care 

Follow up care at specialized care facilities versus at 
a primary-care facility 

Primary target: Patient 

Outcomes: Survivorship Care Domain: Utilization of 
survivorship care services, care plans, or models of 
care: survivorship care at oncologist vs. PCP; Health 
services/Economics: Primary care, specialty care, or 
other care utilization: survivorship care at oncologist 
vs. PCP 

Authors’ conclusion: Cancer-center based  models 
reported higher rates of all COG-recommended 
follow-up tests than the community-based model. 

Rose-Felker, 2019115  

N/A 

Observational 

USA 

Other (specify) : not 
specified 

CCS: NR 

Strategy: Other: Intervention targeting pediatric 
cardiologists 

Intervention category: Education 

Educational intervention targeting pediatric 
cardiologists; used pre/post test with a web-based 
survey to assess knowledge of surveillance needs 
for CCS among pediatric cardiologists 

Outcomes: Survivorship Care Domain: Utilization of 
survivorship care services, care plans, or models of 
care: pediatric cardiologists; Biomedical: Late effects 
and morbidity 

Authors’ conclusion: Post-intervention, there was  an 
improvement in pediatric cardiologist knolwedge 
including CCS surveillance, treatment related risk,  
risk of cardiac dysfunction with time since treatment, 
the role of dexrazoxane in cardioprotection, that 
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Primary target: Provider there is a web-based risk-assessment tool to 
estimate the risk of congestive heart failure in 
survivors by age 40, and that  African-Americans 
CCS are at increased risk for late cardiotoxicity. 

Santacroce, 201068  

HEROS PLUS AYA 

Experimental 

USA 

Multiple cancer origin 

CCS: 100% 

Strategy: Survivorship care service,Care plan 

Intervention category: Psychosocial 

A coping skills training intervention via telephone and 
discussed plans for future monitoring with survivors 
(main target) and parents (secondary) 

Primary target: Patient 

Outcomes: Psychosocial: Psychological,Other : 
Psychosocial outcomes for survivors and parent 

Authors’ conclusion: HEROS PLUS CST has clinical 
relevance and that inperson long-term follow-up plus 
telephone-delivered psychosocial care is a practical 
way to deliver integrated care to adolescent–young 
adult childhood cancer survivors and their parents. 

Post-intevention, outcomes for HEROS (standard of 
care for long-term follow up care) AYA and parents 
remained the same or deteriorated; while outcomes 
for HEROS PLUS (standard of care plus telephone-
delivered psychosocial care) AYA and parents 
improved in  Posttraumatic Growth Inventory. 

Schwartz, 2018120  

N/A 

Observational 

USA 

Multiple cancer origin 

CCS: NR 

Strategy: Other: Educational intervention targeting 
pediatric residents 

Intervention category: Education 

Examined residents’ knowledge, clinical skills, and 
attitudes towards cancer survivorship topics before 
and after receiving curriculum 

Primary target: Provider 

Outcomes: Survivorship Care Domain: Utilization of 
survivorship care services, care plans, or models of 
care: pediatric residents' knowledge and clinical skills 
related to caring for childhood cancer survivors 

Authors’ conclusion: The post-curriculum evaluation 
showed a significant improvement in residents’ 
knowledge, clinical skills, and comfort in discussing 
topics relevant to survivorship care. Residents also 
eported that they would recommend it to other 
residency programs. 

Schwartz, 2019119  

AYA STEPS (AYA Self-
management via Texting, 
Education, and Plans for 
Survivorship) 

Experimental 

Multiple cancer origin 

CCS: 100% 

Strategy: Survivorship care service 

Intervention category: Education 

AYA STEPS (AYA Self-management via Texting, 
Education, and Plans for Survivorship) mobile app 
creation 

Outcomes: Survivorship Care Domain: Utilization of 
survivorship care services, care plans, or models of 
care: Mobile app to encourage use of survivorship 
care plan 

Authors’ conclusion: AYA survivors reported that the 
app and the embedded tailored messages related to 
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USA Primary target: Patient their health and SCP were easy to use and generally 
satisfying and beneficial. 

Williamson, 2014133  

SurvivorLink 

Observational 

USA 

Multiple cancer origin 

CCS: 100% 

Strategy: Care plan, Model of care 

Intervention category: Given tools for empowerment 

Creation of a personal health record, stored a health 
document, and electronically shared their health 
record with a provider 

Primary target: Patient 

Outcomes: Survivorship Care Domain: Utilization of 
survivorship care services, care plans, or models of 
care: survivorship care engagement via use of 
SurvivorLink 

Authors’ conclusion: Having attended survivor clinic 
is the biggest predictor of registering and using 
SurvivorLink, a patient-controlled communication tool 
where survivors can electronically store and share 
documents with healthcare providers. 

Notes: CCS childhood cancer survivor, vs versus 
 

Table D4. GQ5: Ongoing Studies 
ID 

Study ID 

Design 

Country 

Expected completion 

Cancer origin 

Proportion of CCS 

Intervention type 

Description of survivorship 
care strategy 

Assessed outcome domain and measure 

Chow, 202035  

NCT03104543 [Communicating Health Information 
and Improving Coordination With Primary Care 
(CHIIP)] 

Experimental 

USA 

Expected completion: 03/01/2022 

Multiple cancer origin 

CCS: 100% 

Survivorship care service 

Educational materials provided 
to CCS 

Biomedical: Late effects and morbidity, 

Psychosocial: Psychological, 

Health services/Economics: Primary care, specialty 
care, or other care utilization 
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Daniel, 201540  

NCT02046811 

Experimental 

USA 

Expected completion: 01/01/2018 

Multiple cancer origin 

CCS: 100% 

Other: Self examination 

Patient activation and education 
(PAE) including text messaging, 
print and web-based tutorials; 
PAE plus physician activation 
(PAE + MD) adding physician 
activation/educational materials 
about survivors' increased skin 
cancer risk and conducting full-
body skin exams; PAE plus 
physician activation, plus 
teledermoscopy 
(PAE + MD + TD) adding 
participant receipt of a 
dermatoscope intended to 
empower them to photograph 
suspect moles or lesions for 
review by the study 
dermatologist 

Health services/Economics: Primary care, specialty 
care, or other care utilization: skin examination by 
survivor or provider 

Devine, 201946  

NCT04075734 

Experimental 

USA 

Expected completion: 09/30/2020 

Multiple cancer origin 

CCS: 100% 

Survivorship care service,Care 
plan 

Managing Your Health, an online 
self-management skills and peer 
mentoring intervention, which 
focuses on overcoming survivor 
barriers to self-management of 
their survivorship care 

Survivorship Care Domain: Utilization of 
survivorship care services, care plans, or models 
of care: Knowledge of survivorship care needs, 
self-efficacy for survivorship care planning, 
attitudes towards survivorship care, 

Psychosocial: Psychological,Health 
services/Economics: Primary care, specialty care, 
or other care utilization : Communication from 
survivor to primary care provider 

Other: Responsibility, self-efficacy, health 
insurance self-efficacy 

Escoffery, 201951  
Emory University, 2020128; SurvivorLink, 202023 

NCT03543852 

Multiple cancer origin 

CCS: 100% 

Survivorship care service,Care 
plan 

Survivorship Care Domain: Utilization of 
survivorship care services, care plans, or models 
of care: survivorship care plan 



 

D-20 

ID 

Study ID 

Design 

Country 

Expected completion 

Cancer origin 

Proportion of CCS 

Intervention type 

Description of survivorship 
care strategy 

Assessed outcome domain and measure 

Experimental 

USA 

Expected completion: 05/01/2023 

Patient-controlled electronic 
personal health record and 
system (SurvivorLink) 

Hill-Kayser, 202059  

SmartALACC; NCT02559219 

Experimental 

USA 

Expected completion: NR 

Leukemia,Lymphoma 

CCS: 100% 

Care plan 

Test the feasibility and 
acceptability of use of an online 
survivorship care plan generator 
for adult survivors of pediatric 
cancers 

Survivorship Care Domain: Utilization of 
survivorship care services, care plans, or models 
of care: feasibility of online platform for 
survivorship care plan 

Marchak, 202090  

NCT04257058 

Experimental 

USA 

Expected completion: 04/01/2023 

Multiple cancer origin 

CCS: 100% 

Survivorship care service,Care 
plan 

Electronic educational materials 
on CCS' (main target) knowledge 
about late effects, perceived 
benefits, self-efficacy, and 
intentions to engage in lifelong 
survivorship care 

Survivorship Care Domain: Utilization of 
survivorship care services, care plans, or models 
of care: knowledge about late effects, perceived 
benefits, self-efficacy, and intentions to engage in 
lifelong survivorship care 

McClellan, 201594  

N/A 

Observational 

USA 

Expected completion: NR 

Multiple cancer origin 

CCS: NR 

Model of care 

Follow-up with a primary care 
physician in the adult setting who 
is knowledgeable about late 
effects of childhood cancer 
treatment and transition 
support/education was provided 
by a transition nurse navigator 

Survivorship Care Domain: Utilization of 
survivorship care services, care plans, or models 
of care: survivorship care clinic 
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