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ABSTRACT 

 

 Transitioning young adult (YA) survivors of pediatric cancer to the adult care setting is a 

multifactorial challenge. A successful transition considers the educational, social, developmental, 

and emotional needs of the survivor. With the number of childhood cancer survivors on the rise, 

health care providers need to standardize the transition process. The current literature has 

identified several barriers to transition, but the components of a successful transition still demand 

attention. The purpose of this study was to gain further insight from YA survivors about their 

transition experience. Participants were eligible for recruitment if they were eighteen years of 

age or older and were no longer receiving pediatric oncology services. The total sample included 

50 participants. Participants completed a demographic data form and a medical care survey. The 

medical care survey included “yes/no” questions concerning the consistency and quality of the 

participants’ follow-up care and an open-ended response question regarding the success of the 

participant’s transition from pediatric to adult focused care. Within the sample of participants, 

54% of participants responded that their transition out of their pediatric facility was successful, 

and 40% of participants responded that their transition was unsuccessful. Further analysis of 

quantitative and qualitative data identified that pediatric oncology providers successfully educate 

YA survivors about the risk factors related to their cancer diagnosis and treatment. Though 

survivors are aware of risk factors, there remains a lack of knowledge about the importance of 

risk-based, long-term follow-up care. The investigators of the current study concluded that YA 

survivors perceive transition as a complex life requiring a comprehensive approach.  
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Successful Transitions or Opportunities for Improved Care 

Transitioning childhood cancer survivors into the adult care setting is a complex process 

requiring attention (Granek et al., 2012). While more than 80% of children diagnosed with 

cancer survive their initial disease and live well into adulthood, their chance of developing a 

secondary morbidity (new cancers, cardiac and pulmonary disease etc.) is significantly higher 

than that of the general population because of the extensive treatment eradicating their childhood 

cancer (Armstrong, Stovall, & Robison, 2010). The development of chronic health conditions 

often manifests several years after transition, at which point many survivors no longer receive 

long-term follow-up care (Diller et al., 2009). Young adult (YA) cancer survivors who do not 

engage in survivorship care lack knowledge of potential risks and demonstrate less concern for 

future health problems caused by previous cancer treatment (Ganju et al., 2016). Most YA 

cancer survivors receive follow-up care from adult-oriented providers who are unfamiliar with 

their specific follow-up recommendations and potential risks (Kenney et al., 2016). Only 30% of 

YA survivors in a large cohort study conducted by Kenney et al. (2016) reported receiving 

survivor-focused care, ultimately increasing their risk of morbidity and early mortality.  

The Children’s Oncology Group (COG) encourages regular medical visits and periodic 

surveillance tests to prevent and detect late adverse effects of childhood treatment. However, the 

minority of YA survivors report receiving regular health care tailored to the specific risks from 

their cancer treatment (COG, 2013). Typically, YA cancer survivors receive regular long-term 

follow-up care in a cancer setting during their childhood years. However, most of these 

institutions lack the proficiency and skills to care for these survivors once they enter adulthood. 

Consequently, their pediatric oncologist transfers them to their primary care physician for long-
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term follow-up, who may lack the knowledge to provide personalized risk-based care (Klassen et 

al., 2015).   

The four basic categories of barriers to a successful transition of care are patient-centered 

barriers, family-centered barriers, pediatric-caregiver barriers, and adult-caregiver barriers 

(Sadak, Dinofia, & Reaman, 2013). However, few theoretical models, published guidelines, or 

assessment tools exist to assist pediatric practitioners in successfully transitioning their YA 

cancer survivors to adult-oriented long-term follow-up care (Schwartz, Tuchman, Hobbie, & 

Ginsberg, 2011). The absence of a standardized approach to transition of care leads to 

inconsistency and lack of quality. The objective of this study was to address the current gap in 

knowledge and gain further insight about what a successful transition of care looks like from the 

YA cancer survivors’ perspective. 

Theoretical Framework 

This project used the SMART (Social-Ecological Model of Adolescent and Young Adult 

Readiness for Transition) as a proposed theoretical framework (Schwartz, et al., 2011). The 

SMART acknowledges that transition is a multi-systemic process that occurs over time, 

concerning patients, families, providers, and the medical system. Most research on transition has 

failed to address the systemic and ecological nature of transition, focusing instead on patient 

characteristics, particularly disease knowledge and skills (Schwartz et al., 2011). A social-

ecological approach acknowledging the reciprocal interactions among the patient and their 

surrounding systems and environment is necessary for successful transition. The SMART 

incorporates socio-demographics/culture, healthcare access, and patient characteristics (disease, 

neurocognitive and developmental status). The SMART also addresses the inter-related 

components of knowledge, skills/self-efficacy, beliefs/expectations, goals, relationships and 
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psychosocial functioning of patients, parents and providers. Most significant is the SMART’s 

delineation of potential targets of intervention in a medical setting (Schwartz et al., 2011).  

Review of Literature  

The student investigator researched several databases, including Medline, CINAHL, 

PubMed and the Joanna Briggs Institute. Key search terms included adolescent and young 

adults, survivorship, transition, cancer, childhood, and readiness. The literature chosen was 

current, and the earliest article was published in 2001.  

 The research articles included in the literature review focused on the evaluation of the 

transition process from the pediatric to adult setting for patients diagnosed with chronic disease, 

and most specifically, cancer. Each research article addressed different aspects of the transition 

process, including proposed evidence-based practices for transition, perceived barriers to the 

process, and the psychological impact of transition on the patient and their families. Inclusion 

criteria mandated that articles thoroughly explain the purpose of the study, the methodology 

used, an extensive analysis of the data, and the implication and relevance of the findings. The 

presence of these necessary components validates the authenticity of the studies and supports 

their use as authoritative resources to reference in the development of this clinical study.  

 The literature included descriptive, cross-sectional studies and utilized questionnaires, 

self-report surveys, and qualitative interviews to further examine transition. All studies including 

interventional measures randomly assigned the participants to the control and intervention 

groups. The research studies focusing on the development of screening tools for transition 

readiness and perceived barriers utilized the limited existing models and theories concerning 

transition to design their study and analyze the data.  
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 The literature successfully articulated what is presently known about transition and the 

gaps demanding attention. Bryant, Porter, and Sobota (2015, p. 355) defined transition as a 

“purposeful, planned process with a goal of providing continuity of care and preparing young 

adults for greater independence.” However, transition is more than simply a change in provider. 

It is a life-process that requires the involvement of an inter-professional team. Though the 

pediatric oncologist is ultimately responsible for ensuring that YA survivors are prepared for 

care beyond the pediatric oncology setting, this task demands the attention of multiple 

disciplines. Kenney et al. (2016) performed a study examining the transition process from the 

pediatric oncologists’ perspective, in which they identified the difficulty of translating 

knowledge about the survivors’ cancer history to the YA survivor’s future provider. Though 

pediatric oncologists expressed a readiness to support the systematic transition of YA survivors 

to adult-oriented care, they admitted lacking the skills, emotional readiness, and institutional 

support to do so (Kenney et al., 2016).  

Transition is not only the physical transfer of care from the pediatric to adult setting, but 

also the psychological transition from life as a patient with cancer to life as a cancer survivor 

(Masterton & Tariman, 2016). Masterton and Tariman (2016) identified that survivors’ feelings 

of isolation during treatment extended past their discharge as their friends had moved on, and 

their personal outlook had changed because of their cancer diagnosis. Furthermore, YA survivors 

struggled to redefine “normal.” Addressing the psychological needs of YA survivors is critical 

because YA survivors’ emotions pertaining to their identification of being a cancer survivor can 

serve as either a motivator or a hindrance to a successful transition (Granek et al., 2012). 

In addition to acknowledging the multidimensional nature of transition, it is critical to 

initiate a timely transition. Though current recommendations suggest that transition should occur 
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between 18 and 21 years of age, findings of Wisk et al. (2015) revealed that the transition 

process is occurring beyond this time frame for many survivors. A study by Kenney et al. (2016) 

identified that most pediatric oncologists began their transition education after 16 years of age. 

Few pediatric oncologists partaking in the study reported beginning transition education prior to 

adolescence or younger than 11 years old (Kenney et al., 2016). McClellan et al. (2013) 

prioritized educating survivors about transition from the moment of diagnosis. The goal is for 

education to begin at diagnosis, and the transition to occur between the ages of 18 and 21 (Wisk 

et al., 2015). The transition process typically begins during Erickson’s fifth developmental stage 

of identity vs. role confusion. Throughout this stage, individuals search for a sense of self and 

personal identity. The young adult specifically seeks belonging and wants to fit in with society 

(Masterton & Tariman, 2016). Introducing the topic of transition at this time can result in 

resistance because the survivor must reconcile with their history of cancer, while attempting to 

form their future identity. The survivor may consider their cancer an event of their past and 

disregard the importance of long-term follow-up care. Beginning transition education from the 

moment of diagnosis can prevent this issue, as their transition will be an anticipated and expected 

event.  

A crucial element of the transition process assesses the survivors’ readiness to transition. 

Findings of Kenney et al. (2016) reported that most pediatric oncologists do not use a formal 

transition assessment tool to determine their patient’s readiness to transition. Bashore and Bender 

(2016) evaluated the effectiveness of utilizing a transition workbook to increase a patient’s 

readiness to transition. The workbook outlined general information about the patient’s treatment 

and health, and their need for follow-up. Though the workbooks increased patient knowledge, 

they did not increase patient readiness. Interestingly, the workbook heightened patient anxiety 
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and fear about their need to transition, which highlights the need for development of other 

mechanisms to promote readiness to transition. Oncology providers and nurses play a pivotal 

role in addressing patient anxiety and assessing their needs to best prepare them for transition.  

Huang et al. (2014) discussed the need to standardize the transition process so that there 

is greater uniformity across various health care institutions. Schwartz et al. (2011) add that the 

process of standardization must be rooted in evidence-based practice to guarantee the highest 

quality of care. As of 2010, less than half of the institutions in a report published by the COG 

reported using databases to track survivors’ clinical health care outcomes or other relevant 

clinical information (Eshelman-Kent et al., 2011). Furthermore, only half of the COG institutions 

are transitioning YA survivors to adult-care institutions. The remainder of the COG institutions 

are treating YA survivors indefinitely at pediatric institutions.  To further determine the success 

of transition, Sawicki, Kelemen, and Weitzman (2014) acknowledged the need to develop 

longitudinal studies to evaluate improvement over time, in addition to cross-sectional research 

studying populations at a specific moment in time.  

Methodology 

The current project was approved by the Institutional Review Board of Cook Children’s 

Health Care System and both the Nursing Review Board and Institutional Review Board 

(students) at Texas Christian University. Aim 1 of the study used a survey method as part of a 

larger descriptive research design. Participants responded to investigator-developed questions 

querying whether they felt they were successfully transitioned from the pediatric to adult care 

system, if they felt they are receiving targeted cancer follow-up in their adult setting, and if 

questions specific to their survivorship were properly addressed by their adult provider. If the 
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survivor responded negatively, they were prompted to address what would have made their 

transition more successful.  

Procedures  

An introductory letter describing the study was sent via postal mail and on the Fort Worth 

AYA Oncology Coalition, Adolescent and Young Adult Oncology and Life After Cancer 

Program websites to elicit potential participants. Participants’ data was taken from Athena and 

Passport for Care databases. Survivors who completed the surveys online using one of the 

websites received a link after the introductory letter allowing them to anonymously complete the 

questionnaire survey on successful transition. Participants who did not respond via postal mail 

were called via telephone no more than three times over the course of four months. To protect 

patient privacy, no voicemails were recorded and no names were collected on the surveys. 

Sample 

Inclusion criteria for participants in Aim 1 of the study mandated that survivors have 

been diagnosed and treated for acute lymphoblastic leukemia (ALL), were eighteen years of age 

or older, and were no longer receiving any pediatric oncology services. Participants were 

excluded if they were currently undergoing active cancer treatment or could not be located with 

any approaches to recruitment.  

Data Collection 

Using the investigator-developed questions as a template, the student investigator 

contacted survivors who had not been seen by an oncology provider at Cook Children’s in over 

two years, and discussed whether the survivors believed they were successfully transitioned, and 

what health care providers can do in the future to better the transition process. The student 

investigator utilized the medical care survey to determine whether the survivors were actively 
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seeing a health care provider for any reason, including routine care, and whether their health care 

provider asked questions about their cancer history.  

Data Analysis 

Descriptive statistics including frequencies and measures of central tendency were used 

to examine personal characteristics variables using a demographic data form. Correlational 

analysis was done using Kendall’s’ tau statistical test to explore the association between the 

categorical variable responses and personal demographics. Open-ended questions were analyzed 

using qualitative descriptive analysis based on the information provided by the transitioned 

survivors. Qualitative descriptive analysis provides a comprehensive summary of events in every 

day terms of those events, which is the method of choice when straight descriptions of 

phenomena are desired (Sandelowski, 2000).  

Results 

Quantitative   

The total sample included 50 participants out of 248 eligible participants (20.2%). The 

mean age of participants at the time of the study was 28 years (range, 18 – 42 years), and the 

mean age at the time of diagnosis was 7.8 years (range, birth – 17 years). There were 29 males 

(58%) and 21 females (42%). Participants were either interviewed by telephone/email or by 

postal mail. Thirty-one participants (62%) responded by phone/email and 19 participants (38%) 

who responded by postal mail.  Several participants mailed incomplete surveys, resulting in gaps 

in the data, but their surveys were used in the final analysis. Of the total sample, 45 participants 

(90%) reported having health insurance while only 5 participants (10%) reported not having 

health insurance. The characteristics of the participants are summarized in Table 1 (see Appendix 

A). The medical care survey included seven “yes/no” questions, and one free response question. 
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The results of the “yes/no” questions are represented in Table 2 (see Appendix B). A total of 38 

participants (76%) reported that they see an adult health care provider (HCP) for routine care, 

and 15 participants (30%) reported that they see their adult HCP every six months. Of the 

participants who reported they do see an adult HCP, 31/50 (62%) reported they talk about their 

cancer history with their HCP, and 24/50 (48%) reported that their HCP asks them questions 

regarding their cancer history. When participants were asked whether they felt their transition 

from the pediatric facility was successful, 27/50 (54%) responded their transition was successful, 

and 20/50 (40%) responded that their transition was not successful. Three participants (6%) did 

not respond to the question asking about the success of their transition.  

All statistical correlations were calculated using Kendall’s tau statistical analysis. 

Utilizing the current literature as a guide, specific correlations were analyzed. The correlation of 

an individual’s self-reported access to health care and ability to receive routine care was 

statistically significant (r = 0.28, p < 0.05). The student investigator ran further correlations she 

felt may be associated with either self-reported medical follow-up or a reported successful 

transition to adult care. The student investigator hypothesized that a younger age at diagnosis 

would translate to greater emotional attachment between the YA survivor and pediatric 

oncologist. Emotional attachment between the YA survivor and pediatric oncologist were 

predicted to result in a self-reported less successful transition, because emotional attachment can 

be a barrier to a successful transition. However, the correlation between age at diagnosis and 

perception of transition was not statistically significant (r = 0.203, p > 0.05). An additional 

hypothesis was that a higher level of education would link to a more active pursuit of routine 

care. However, the correlation between education level and receiving routine care was not 

statistically significant (r = 0.121, p > 0.05). The student investigator explored whether 
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participants between the ages of 18-29, otherwise known as the period of emerging adulthood, 

were less likely to ask their health care provider questions related to their cancer history. The 

emerging adulthood phase is characterized by exploration and change. It was predicted that 

survivors in this stage of life would consider their cancer an event of the past and not ask 

questions concerning their previous cancer diagnosis. However, the correlation between 

participants’ current age and the question addressing whether the young adult survivors 

addressed their cancer history with their health care provider was not statistically significant (r = 

0.019, p > 0.05). 

Qualitative 

The participants’ responses to the open-ended question eliciting further data regarding 

their perception of the success of their transition were analyzed using qualitative descriptive 

analysis (Sandelowski, 2000). The open-ended question allowed participants to discuss their 

transition experience. Common themes were consistently noted in the analysis of the 

participant’s responses. The themes included the grief of transition, the complexity of transition, 

and communication.  

Grief of transition. 

Several participants commented on their gratitude for their pediatric oncologist, and their 

emotional attachment to the facility where they received their treatment and care. A male 

participant expressed that “Dr. B saved my life.” Participants reported their desire to return to 

their pediatric facility. A female participant who received a combination of chemotherapy and 

radiation as treatment for her diagnosis of ALL reported that “there is always a feeling that you 

still want to go to the person who knows your history best.” Though YA survivors may grieve 

the loss of their pediatric oncologist, the close relationship with their pediatric oncologist 
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facilitates a mentorship that ultimately benefits the YA survivor as they enter adulthood. Another 

male participant who has pursued a graduate degree and a successful career path expressed that 

he “created a relationship with Dr. B, so he influenced me to be an advocate for myself.”  

Complexity of transition. 

Participants also acknowledged the complexity of transition, as it typically occurs during 

a period of change as individuals are entering adulthood. The recurrent theme noted in the 

participants’ responses was that transition is not just a transfer of care, but rather a life event. A 

male, high school-graduate participant revealed, “transitioning at 18 is difficult because there are 

many changes going on. It is difficult to make appointments and the financial strain is 

excessive.” A male participant commented on the difficulty integrating back into society post-

treatment. The participant indicated that he did not receive necessary assistance addressing his 

cognitive needs, which led to him dropping out of high school. The participant stated that “it 

would be beneficial to have a program helping patients transition back to ‘normal’ life.” The co-

existing emotional difficulty, financial strain, and the inevitable entrance into adulthood were 

additional stressors that participants associated with the transition process.  

Communication. 

An additional theme identified in the open-ended questions was the quality of 

communication between the pediatric oncology provider, the YA survivor, and the adult provider 

assuming care of the YA survivor. Participants reported that their pediatric oncologist 

successfully communicated the expectations and risk factors due to the cancer treatment 

received. Participants revealed they knew what to expect and what to avoid doing. A male 

participant responded that his pediatric oncologist “did a good job educating about risks”; 

however, others reported poor communication about what they should expect as part of the 
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transition process. A female participant who underwent full body radiation and a bone marrow 

transplant reported the need for “more discussion and conversations about transition rather than 

just receiving papers.” Another participant questioned, “Why do I need to see an adult provider?” 

Though these participants were aware of their risk factors, they did not understand the 

importance of receiving focused follow-up care from an adult provider. A male participant 

reported that “he only knew what his parents shared with him,” indicating a potential gap in the 

communication of pertinent information between pediatric oncologist and AYA survivor. There 

were also reported issues concerning the communication between the pediatric oncologist and 

adult provider assuming care of the AYA survivor. A male, high school graduate addressed the 

issue of the “adult provider needing to know my medical history.”  

Discussion 

 The SMART addresses transition from a systemic and ecologic standpoint (Schwartz et 

al., 2011), and does not solely rely on patient characteristics, skills, and knowledge. Bashore and 

Bender (2016) found that increasing survivors’ knowledge of the transition process actually 

heightened anxiety. A survivor’s anxiety may stem from unaddressed systemic and ecologic 

factors impeding the transition from a pediatric to adult setting.  Participants who responded 

negatively to the question of whether they feel they were properly transitioned frequently 

mentioned that they did not have health insurance to see an adult provider or could not locate an 

adult provider within proximity. Furthermore. the findings of this current study revealed that an 

individual’s access to health care does impact one’s ability to receive routine care.  

The psychological aspect of transition affects both the survivor and pediatric oncologist. 

Viner (2001) identified the inability of the pediatric care team to “let go” as a major interference 

to the transition process. Furthermore, Fernandes et al. (2014) identified emotional attachment 
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and fear of unfamiliarity as major patient/family-perceived barriers to transition. Transition is a 

life event, as young adult cancer survivors lose respected and revered health care providers and 

must trust new and unfamiliar providers (Viner, 2001).  Interviewed participants emphasized 

their gratitude for their pediatric oncologist and their appreciation for the institution in which 

they received their treatment. Survivors who reported a successful transition expressed a longing 

to return to their pediatric oncologist. Participants reported that their adult provider did not fully 

understand their medical history. Additionally, Kenney et al. (2016) performed a study validating 

the difficulty that pediatric oncologists face in translating knowledge about the survivors’ cancer 

history not only to the survivor, but also to their future provider.  

Transition is not only the physical transfer of care from the pediatric to adult setting, but 

also the psychological transition from life as a patient with cancer to life as a cancer survivor 

(Masterton & Tariman, 2016). The transition from life as a patient with cancer to life as a cancer 

survivor can be psychologically challenging. Masterton and Tariman (2016) noted survivors 

reported feelings of isolation and difficulty re-adjusting to “normal” life once a cancer survivor 

completes treatment. One particular participant interviewed in the current study commented on 

the difficulty integrating back into society post-treatment and the feeling of loss as his life had 

changed due to his cancer diagnosis.   

The transition from pediatric to adult-care providers is part of a wider transition from 

dependent child to independent adult (Viner, 2001). Young adult cancer survivors are typically 

transitioned in the period of emerging adulthood ages (18-29 year). This phase of life is 

characterized by exploration, change, and personal discovery. Throughout this period of life, 

individuals focus on their future goals and aspirations, and young adult survivors are less likely 

to seek follow-up care if they wish to leave their cancer diagnosis in their past (McClellan et al., 
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2013). However, the data from the current study does not support the hypothesis that survivors in 

the emerging adulthood phase are less likely to seek follow-up care because they disregard their 

cancer diagnosis as a fundamental aspect of their medical history.  

The open-ended question of whether participants believed they were properly transitioned 

from the pediatric to adult-care setting provided information concerning areas of strength and 

areas demanding improvement within the transition process. Areas of strengths included 

effective education about the risk factors young adult survivors face secondary to their childhood 

cancer treatment. According to Lupatsch et al. (2016), adolescents must perceive the benefits of 

follow-up to pursue such care. The current study concluded that young adult survivors are aware 

of such benefits, as several participants reported an understanding that attending follow-up care 

would decrease their chance of secondary morbidities due to their cancer treatment. An 

interviewed survivor reported that his pediatric oncologist supported him in becoming his own 

advocate. Proper patient education and encouragement of personal advocacy prepares young 

adult survivors to recognize their potential risk factors and advocate for themselves if they need 

to acquire further medical attention.   

Though patient education is an area of strength, knowledge about the importance of 

follow-up care does not equal readiness to transition from the pediatric to adult-care setting. 

Participants reported the need for more discussion and conversation about the transition process. 

Though patients are informed of their risk factors, there is gap in their understanding of why they 

need to receive care in an adult setting when their pediatric provider is knowledgeable about 

their medical history and individual needs. Several young adult survivors believe that it is 

appropriate to receive follow-up care from their pediatric oncologist who managed their care for 

an extended period of time.    
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Analysis of all participants’ open-ended responses revealed that there is progress toward 

a successful transition, but still a need for further research and assessment. Considering that there 

is not a standardized, formal transition process, each survivors’ transition varies in terms of its 

success. Utilizing the SMART as a framework for the transition process will help to address 

patient-specific risks, psychological needs, and a survivor’s readiness to transition. The strength 

of the SMART is its emphasis on addressing the survivor’s social and ecological circumstances 

to identify key areas of intervention (Schwartz et al., 2011). This research study discovered that 

progress has been made in educating patients about their specific risks and the importance of 

follow-up. However, the comprehensive approach to the transition process still requires 

improvement.   

Limitations 

 Limitations in recruiting human participants resulted in the ability to contact 20.2% of 

eligible participants. The sample of participants all had the diagnosis of ALL, narrowing the 

findings to a sub-group of cancer survivors. To qualify for the research study, participants had 

not been seen at Cook Children’s Medical Center for over two years. Therefore, several mailing 

addresses and telephone numbers were outdated. In efforts to contact each eligible participant, 

there was difficulty encountering discontinued landlines and incorrect mailing addresses. With 

the growing popularity of text messaging, several people no longer answer their phone if they are 

not familiar with the number. Since no voicemails could be recorded to protect patient privacy, it 

proved troublesome to speak with 79.8% of eligible participants.   

 Since the surveys were not administered face-to-face, there was no opportunity to assess 

overall state of health, general demeanor nor body language. When participants answered the 

open-ended response as to whether they feel they were properly transitioned from the pediatric to 
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adult-care setting, it proved difficult to gather sufficient detail and insight from their response. 

This could be due to inconvenient timing of the phone call, distraction, or a lack of 

understanding.   

Implications 

To gather further data about how to improve the transition process, it would be beneficial 

to continue recruitment of ALL young adult survivors who meet eligibility. To gain access to 

more in depth information about how participants feel about their transition, it would be helpful 

to host focus groups with individuals who were interviewed via telephone. In the current study, it 

was difficult to gain sufficient detail from the participants concerning their perception of their 

transition. Focus groups would allow investigators to ask in-depth questions to gather more 

insight about participants’ transition and uncover areas demanding improvement and attention.  

An additional need is to expand inclusion criteria to all diagnoses to conduct a 

comparison between and among diagnoses. It would prove beneficial to examine the success of 

transitioning other individuals with various cancer diagnoses and/or chronic, life-long diseases. 

Expanding inclusion criteria would provide an opportunity to learn what is working well with 

diverse patient populations, and what improvements are universally needed.  
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Appendix A 

Demographic Data Form 

Age Currently_____ Age at Diagnosis______ Diagnosis: 
 
-Acute Lymphoblastic Leukemia (1) 
-Acute Myeloid Leukemia (2) 

-Hodgkin’s Lymphoma (3) 
-Non Hodgkin’s Lymphoma (4) 
-Osteogenetic Sarcoma (5) 
-Ewing’s (6) 
-Brain Tumor (7) 
-Rhabdomyosarcoma (8) 
-Wilms’ Tumor (9) 
-Germ Cell Tumor (10) 

-Hepatoblastoma (11) 
-Other (12) 

Gender: 
 
-Male (0) 
-Female (1) 

Treatment: 
 
-Chemotherapy (1) 
-Surgery (2) 
-Radiation (3) 
-Combination 

Chemo/Radiation (4) 

Radiation to Brain: 
 
-Yes (0) 
-No (1) 

Health problems Identified by your 
adult or pediatric health care 
provider: 
 
-Yes (0) 
-No (1) 

Cognitive problems (learning): 
(transitioned survivors only) 
 
-Yes (0) 
-No (1) 

Education: 
 
-Less than high school (1) 
-Some high school (2) 
-High school graduate (3) 
-GED (4) 

-Some College (5) 
-College graduate (6) 
-Graduate school (7) 
-Post Graduate school (8) 
-Doctorate (9) 
-Professional (MD, DO, JD) (10) 

Marital status: (transitioned 
survivors only) 

 
-Single (1) 
-Married (2) 
-Divorced (3) 
-Separated (4) 
-Living with significant other (5) 
-Widowed or Widower (6) 

Income: (Transitioned 
survivors only) 

 
-< 20,000 (1) 
20,001-40,000 (2) 
40,001-60,000 (3) 
60,001-80,000 (4) 
80,001-100,000 (5) 
>100,000 (6) 

Ethnicity: 
 

-Hispanic or Latino (1) 
-Not Hispanic or Latino (2) 
 
 

Living Arrangement: (Transitioned 

survivors only) 
 
-Alone (1) 
-With friend (2) 
-With significant other (3) 
-With Parents  (4) 
 
 

Employment: 

 
-Student (1) 
-Part time & Student (2) 
-Part time only (3) 
-Full time (4) 
-Disabled (5) 

Insurance: 

 
Yes (0)              
No (1)  
Race: 
 

Race: 

 
-American Indian or 
Alaskan Native (1) 
-Asian (2) 
-Black or African 
American (3) 
-Native Hawaiian or 
Other Pacific Islander (4) 

-White or Caucasian (5) 
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Appendix B 

 

Medical Care Survey 

 

Questions 

1. Are you currently seeing any health care provider for any reason including routine care? 

Yes______ (if YES GO to Question 2) 
No_______ (if NO GO to Question 7) 

 

2. Are you currently seeing an adult family doctor or other adult provider on a yearly basis? 
Yes_____ 

               No_____ 

 
3. Are you currently seeing an adult family doctor or other adult provider at least every 6 months? 

Yes_____ 

No_____ 

 
4. If you answered YES to either 1 or 2, do you talk about your cancer history with your health 

provider? 

Yes_____ 
No______ 

 

5. Are you asked questions about your health because of your cancer or the treatment you 

received for your cancer? 
Yes______ 

No______ 

 
6. Do you feel your health problems or concerns are being treated seriously? 

Yes______ 

No______ 
 

7. Do you think your pediatric oncologist or oncology provider prepared you for leaving pediatric 

oncology to adult providers? 

Yes______ 
               No______ 

 

8. If yes, what exactly did they do to prepare you to leave pediatrics? Be as specific as possible 
 

 

9. If no, what could they have done better to prepare you to leave pediatrics? Be as specific as 
possible 
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Appendix C 

Table 1  

Demographic Characteristics of Participants 

Characteristic   Frequency Percent 

Current Age 18 – 25 years old 20 40% 

26 – 35 years old 25 50% 

> 35 years old 5 10% 

Gender Male  29 58% 

Female 21 42% 

CNS Radiation Yes 13 26% 

No 37 74% 

Income* < $20,000 12 24% 

$20,000- $40,000 11 22% 

$40,000- $60,000 10 20% 

$60,000- $80,000 6 12% 

$80,000- $100,000 3 6.4% 

> $100,000 5 10% 

Employment Student 4 8% 

Part-Time Student 7 14% 

Full-Time 32 64% 

Disabled 3 6% 

Not Working 4 8% 

Health Insurance Yes 45 90% 

No 5 10% 

Education Level High School Graduate 10 20% 

GED 4 8% 

Some College 15 30% 

College Graduate 13 26% 

Graduate School  4 8% 

Post Graduate School  2 4% 
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Characteristic   Frequency Percent 

Professional 

 

2 4% 

 

Marital Status  

 

Single 

 

24 

 

48% 

Married 18 36% 

Divorced 2 4% 

Living with Significant 

Other 

5 10% 

Widowed 1 2% 

Living Arrangement* Alone 4 8% 

Friend 4 8% 

With Significant Other 26 52% 

Parents 15 30% 

Treatment Chemotherapy 32 64% 

Surgery  3 6% 

Combination 

Chemotherapy/Surgery 

15 30% 

Health Problems Identified by 

Pediatric or Adult Health Care 

Provider* 

Yes 27 54% 

No 22 44% 

Cognitive Problems Currently* Yes 12 24% 

No 37 74% 

*Missing data due to participants’ non-response  
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Appendix D 

Table 2  

Medical Care Survey Responses 

*Missing data due to participants’ non-response 

Survey Question  Frequency Percent 

 Yes No % Yes % No 

Seeing HCP for routine care? 38 12 76% 24% 

Seeing HCP every year? 33 9 66% 18% 

Seeing HCP every 6 months? 15 27 30% 54% 

Talk about cancer history 

with HCP? 

31 10 62% 20% 

HCP ask questions about 

cancer history? 

24 15 48% 30% 

Health concerns being treated 

seriously? 

33 4 66% 8% 

Was transition out of 

pediatric facility successful? 

27 20 54% 40% 


