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Abstract 

Adolescent and young adult (AYA) cancer survivors face unique post-treatment 

challenges, including disrupted developmental trajectories and limited engagement in 

survivorship care. While self-management is essential for long-term wellness, it remains 

ambiguously defined and inconsistently supported in this population. This dissertation 

explores self-management as a developmental construct shaped by identity, autonomy, 

and evolving goals, and examines how peer support contributes to that process. Across 

four integrated studies, this work clarifies the relationship between self-management and 

patient activation, identifies the self-management roles and responsibilities and their 

alignment with developmental indicators of Positive Youth Development (PYD), and 

analyzes goal pursuit and coaching interactions within a peer support intervention. 

Findings demonstrate that self-management and patient activation are interrelated 

processes, with survivors’ roles and responsibilities aligning closely with Positive Youth 

Development indicators. AYA cancer survivors pursued layered, personally meaningful 

goals that reflected broader developmental aims and identity formation. Peer support 

interactions varied in style and type over time, responding to survivors’ evolving needs 

and developmental context, and were associated with outcomes in self-management and 

mental health-related quality of life. These findings contribute to a more nuanced 

understanding of self-management as a developmental achievement and underscore the 

value of developmentally responsive, survivor-led peer interventions. They also inform 

future research and practice aimed at optimizing peer support models and promoting 

resilient survivorship in AYA populations. 
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1. Introduction  

1.1 Problem and Significance 

Adolescents and young adults (AYAs) diagnosed with cancer face a unique and 

complex survivorship journey, one that occurs alongside critical developmental 

transitions. Defined by the National Cancer Institute (NCI, 2025) as individuals aged 15 

to 39, AYAs represent a growing population of survivors, with over 678,000 in the 

United States and nearly 89,500 new cases diagnosed annually (American Cancer 

Society, 2020). Advances in treatment have improved cross-diagnosis five-year survival 

rates from 70% in 1975 to over 85% in 2018 (NCI, 2022), yet survivorship for AYAs 

remains deeply shaped by the timing of diagnosis and the developmental tasks of 

adolescence and early adulthood. 

Unlike younger children or adults, AYAs experience cancer during a life stage 

marked by neurocognitive, physical, social, educational, and vocational changes (Craig & 

Lidstone, 2006). This period is normally characterized by increasing independence, 

identity formation, and relational growth. Cancer interrupts these processes leaving 

survivors to reorient their developmental trajectories in the aftermath of treatment 

(Docherty et al., 2015). AYAs with cancer and other chronic conditions challenge 

traditional models of care, revealing gaps in our understanding of how survivors move 

forward developmentally and reach key milestones. 

One of the most consequential challenges in the AYA cancer survivorship 

transition is the development of self-management capacity. Self-management refers to the 

interaction of health behaviors and related processes that individuals and families engage 
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in to care for a chronic condition (Modi et al., 2012). It develops in tandem with 

independence and reflects a young person’s ability to navigate complex health systems, 

make decisions, and engage in preventive care (Le Marne et al., 2018). Yet, many AYA 

cancer survivors continue to struggle with these tasks, as reflected in low adherence to 

late effects screening (Ford et al., 2020; Kagramanov et al., 2021; Yan et al., 2020), with 

only one-third undergoing recommended surveillance in survivorship (Milam et al., 

2024). Challenges also persist in health behaviors, including physical inactivity and 

increased smoking (Berkman et al., 2024; Warner et al., 2016). These outcomes may 

reflect lower levels of developmental readiness and highlight the need for tailored support 

during the transition from treatment to survivorship. 

A developmental life course perspective is essential for understanding and 

supporting AYA cancer survivors. This lens emphasizes the dynamics between 

individuals and their environments, recognizing that development is plastic, relational, 

and context-dependent (Docherty et al., 2015). Positive Youth Development (PYD) 

offers a strength-based framework for promoting thriving, focusing on internal assets 

(e.g., emotional regulation, future orientation) and external supports (e.g., adult guidance, 

peer relationships) (Lerner et al., 2011). Rather than emphasizing deficits, PYD 

encourages identification and growth of the developmental resources that enable AYAs 

to flourish. It also recognizes the diversity of developmental trajectories and the 

bidirectional relationships between AYAs and their environments (Lerner et al., 2011). 
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1.2 AYA Cancer Survivorship 

Survivorship refers to the experience of being diagnosed, treated, and surviving 

cancer and emphasizes how cancer and treatment impact an individual and their support 

system including physical, psychosocial, mental, and financial effects during and after 

cancer treatment (NCI, 2023). For AYA cancer survivors, finishing active treatment 

includes medical monitoring and developmental recalibration including rebuilding 

identity, autonomy, and future orientation after treatment as they adjust to a new normal 

after treatment. Survivorship care goals include promoting healthy lifestyles, monitoring 

ongoing health issues, and identifying and managing late effects (Children’s Oncology 

Group, 2018). 

Late effects refer to complications that persist or emerge after treatment ends, 

including hormonal deficiencies, secondary cancers, psychosocial challenges, and 

chronic conditions. Risk-based guidelines recommend tailored screening based on cancer 

type and treatment history (Children’s Oncology Group, 2018). For example, survivors 

treated with alkylating agents may require hormonal monitoring, while others face 

elevated risks for cardiac, fertility, or neurocognitive issues. 

The cessation of active treatment marks a critical transition in which AYAs must 

shift from dependence on providers and caregivers to more autonomous health 

management. This shift is not only medical but developmental, requiring AYAs to re-

engage with primary care, adopt preventive strategies, and begin to see themselves as 

survivors rather than patients (Camp et al., 2023). At this stage, AYAs are expected to 
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assume greater responsibility for their health yet often lack structured support to do so 

effectively. 

Despite its significance, this transition remains poorly understood. Research gaps 

include how to support AYAs in developing self-management and independence, how 

peer support mechanisms influence these processes, and how survivors initially engage 

with and sustain self-management practices across developmental stages. These gaps 

reflect a broader need to design interventions that align with AYAs’ evolving goals, 

identities, and relational contexts. 

This dissertation focuses on the development of self-management capacities in 

AYA cancer survivors following the end of active treatment and examines how peer 

support can scaffold and impact this growth across diverse developmental trajectories. 

1.3 Development of Self-Management  

Self-management is a critical yet underdeveloped capacity in AYA cancer 

survivors. Broadly defined, self-management refers to the interaction of health behaviors 

and related processes that individuals and families engage in to care for a chronic 

condition (Modi et al., 2012). It encompasses a range of skills including decision-making, 

problem-solving, medication adherence, communication with providers, and engagement 

in preventive care (Lorig & Holman, 2003). For AYAs, however, self-management is 

more than a set of health behaviors or tasks; it includes developmental processes shaped 

by their evolving survivorship trajectory. 
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During active cancer treatment, AYAs often rely heavily on parents, caregivers, 

and healthcare teams for support. The intensity of treatment and the physical and 

emotional disruption may limit opportunities to build independence or practice self-

management skills (Breakey et al., 2022). Yet, following the cessation of treatment, 

AYAs are expected to shift from dependence to autonomy and to managing late effects, 

re-engaging with primary care, and making decisions about long-term wellness. This 

transition occurs during a life stage already marked by developmental complexity, 

including abstract thinking, identity formation, and increased responsibility (Steinberg & 

Morris, 2001). 

Despite its importance, the concept of self-management in AYA cancer survivors 

remains poorly conceptualized and inconsistently measured. Much of the literature 

focuses narrowly on condition-specific tasks, such as medication adherence or symptom 

monitoring, without accounting for broader developmental domains that influence self-

management capacity (Brauer et al., 2018). These include personal values, emotional 

regulation, peer relationships, and future orientation. Moreover, there is a limited 

understanding of how AYAs themselves perceive and enact self-management in their 

daily lives. Few studies have explored how survivors define their roles and 

responsibilities in survivorship, or how they experience the ongoing demands of 

managing their health while pursuing developmental goals. 

Additional gaps include the limited integration of parents as developmental 

partners in fostering independence and self-management. Research suggests that parental 

support plays a critical role in enabling autonomy, yet few interventions explicitly 
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address this dynamic (Hong et al., 2016; Poku et al., 2018; Sisk et al., 2022). Internal 

factors such as motivation, confidence, self-identity, and mood also shape self-

management development, but are rarely included in existing models (Renedo et al., 

2020). As a result, current frameworks may fail to capture the unique needs of AYAs, 

whose developmental priorities may not align with narrowly defined health goals. 

1.4 Peer Support 

Peer support interventions have demonstrated consistent benefits for individuals 

managing chronic illness, including cancer, diabetes, mental health conditions, and renal 

disease (Afshar et al., 2020; Evans, 2023; Longley et al., 2023; Nicks et al., 2019). These 

programs often improve physical and mental health, quality of life, social connectedness, 

and self-management behaviors (Ramchand et al., 2017). A recent review of peer support 

interventions for AYAs with chronic and rare diseases found that in-person, virtual, and 

hybrid formats were used to promote outcomes such as social positivity, health-related 

quality of life, disease knowledge, self-efficacy, motivation, confidence in self-care, and 

readiness to transition to adult care (Dave et al., 2024). In some cases, peer support has 

also been linked to improved medical outcomes, including HbA1c levels, depression, and 

anxiety. 

Although peer support is widely assumed to be beneficial, its specific impact on 

AYA cancer survivors remains underexplored. Emerging evidence, however, points to 

clear psychological and emotional benefits. Structured peer interventions, such as online 

support groups, have been associated with reductions in distress, anxiety, and depressive 

symptoms among AYAs with cancer (Li et al., 2024). Peer interactions offer a unique 
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form of validation and shared understanding that family and friends may struggle to 

provide, particularly given the timing of cancer in adolescence and young adulthood. 

These relational exchanges support emotional wellness and help AYAs reframe their 

illness experience in ways that foster agency, resilience, and developmental growth. Peer 

support has also been associated with post-traumatic growth in AYA cancer patients, 

suggesting its potential to facilitate meaning-making and psychological adaptation 

(Matsui et al., 2022). 

As AYAs begin to shift away from family-centered care and toward independent 

decision-making, peers become increasingly central to their social and emotional 

development, particularly in shaping identity and autonomy (Galliher & Kerpelman, 

2012). Peer-based interventions, unlike traditional models, offer developmentally attuned 

support through shared experience, emotional connection, and assistance with self-

management tasks (Evans, 2023). Within the PYD framework, peer support functions as 

a relational asset that fosters internal strengths such as emotional regulation, future 

orientation, and prosocial values (Donlan et al., 2015). Peer support has shown benefits 

across chronic illness contexts and may be especially meaningful for AYAs as they 

navigate both health challenges and key developmental transitions. 

Despite its promise, peer support remains underutilized and under-theorized in 

AYA survivorship (Pollock et al., 2022). AYAs often fall between pediatric and adult 

oncology systems, leaving them underserved in traditional models of care. In 

survivorship specifically, few peer-based programs have been developed or evaluated 

(Irestorm et al., 2025), leaving a critical gap in understanding how peer relationships 
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support long-term developmental and health outcomes. Little is known about the specific 

styles and types of social support that peers provide, or how these relational dynamics 

influence survivors’ engagement with self-management. Understanding the support 

provided by peers is essential for designing interventions that promote the overall 

wellbeing of AYA cancer survivors. 

1.5 Goals in Survivorship 

For AYA cancer survivors, personal goals offer a valuable lens into how they 

define thriving and engage in self-management beyond clinical adherence. Goals are 

broadly defined as desired future states or the object of an action (Locke & Latham, 

2002), and their pursuit involves self-regulation processes such as monitoring, evaluating, 

and adjusting behavior (American Psychological Association, 2018). In AYAs with 

cancer, goals may reflect both normative developmental priorities, such as education, 

independence, and relationships, and health related priorities like symptom management 

(Steineck et al., 2021; Schwartz & Drotar, 2006). Importantly, AYAs with cancer often 

maintain developmentally typical goals while also incorporating health-related aims, 

suggesting a layered and resilient approach to planning for the future (Schwartz & Parisi, 

2013). 

Despite their relevance, goals are rarely the focus of survivorship interventions. 

Much of the existing research relies on surveys or written assessments of goal content, 

capturing aspirations at a single time point rather than examining how goals are selected, 

refined, and pursued over time (Pinquart, 2009; Janse et al., 2015). This limits our 

understanding of how AYAs engage with goals in the context of real-life transitions and 
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relational support. As Schwartz (2009) notes, longitudinal research is needed to explore 

both the content and process of goal pursuit during emerging adulthood. Chapter 4 

addresses this gap by examining what types of goals AYA cancer survivors chose to 

work towards and the goal processes used in a peer support intervention. 

1.6 Conceptual Framework 

This dissertation is grounded in the Positive Youth Development framework, a 

developmental-systems theory that emphasizes the strengths, plasticity, and relational 

capacities of youth (Lerner et al., 2011). PYD emerged in the 1990s as a response to 

deficit-based models of adolescence, reframing youth not as problems to be solved but as 

resources to be developed. Central to PYD is the idea that thriving or a flourishing that is 

described through attributes of PYD occurs when individual strengths and their resources 

from multiple ecologies (peers, family, community, ect) engage with each other (Lerner 

et al., 2011). Furthermore, the PYD framework describes how PYD attributes or thriving 

leads to outcomes of contribution (to self, family, community and society) and to a 

reduction in risk and problem behaviors.  

For AYA cancer survivors, whose developmental trajectories are often disrupted 

by illness and treatment, PYD offers a strengths-based lens for understanding how self-

management can be cultivated in survivorship. Rather than focusing solely on risk or 

deficits, PYD encourages attention to the developmental assets and contextual supports 

that promote thriving, even in the face of chronic health challenges. 
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Figure 1: Conceptual Model 

Figure 1 illustrates the Conceptual Model which utilizes the PYD framework as 

adapted from Lerner et al. (2015) for AYA cancer survivorship. Situated within the 

broader ecology of human development, the model highlights adaptive developmental 

regulations, bidirectional processes through which individuals and their environments 

mutually influence one another over time. Individual strengths, such as motivation, 

purpose, and self-regulatory skills, interact with ecological assets, including supportive 

relationships, programs, and community settings. In this dissertation, peer support is 

examined as a key relational and developmental asset that interacts with individual 

strengths to promote PYD. When strengths and assets align, they foster increases in PYD 

attributes, which are described by the 7 PYD indicators surrounding PYD, including 

personal standards, future orientation, adult support, friendship, contribution, prosocial 

values, and emotional regulation (Arnold et al., 2012). The development of PYD 
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enhances the likelihood of meaningful contribution (to self, family, community, and 

society) which self-management is a central focus and also reduce the negative outcomes 

of risk or problem behaviors. The framework also emphasizes that these processes are 

iterative and unfold across time, shaped by evolving goals and contexts. 

In this dissertation, PYD serves as both a conceptual anchor and an interpretive 

guide for understanding how AYA cancer survivors cultivate self-management across 

diverse developmental trajectories. By applying PYD to qualitative and mixed-methods 

data, this work aims to illuminate how strengths-based, developmentally attuned 

interventions can promote overall wellness in survivorship. 

1.7 Dissertation Purpose and Research Aims  

The purpose of this dissertation is to examine how AYA cancer survivors develop 

and practice self-management capacities throughout survivorship, and how peer support 

contributes to that process. Grounded in the PYD framework, this dissertation 

conceptualizes self-management not only as a health behavior, but also as a dynamic 

developmental process that targets the unique personal stage of the AYA. Using 

qualitative and mixed-methods approaches, this research explores how survivors describe 

their lived experience self-managing, articulate meaningful goals, engage with peer 

support, and navigate diverse developmental trajectories. The findings will contribute to a 

more nuanced understanding of survivorship as a developmental journey, informing 

strengths-based interventions that promote autonomous self-management and thriving. 

The following aims will be covered in each chapter. 
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(1) Aim 1, (Chapter 1) Introduces the research problem involving 

developmental considerations necessary for the growth of self-

management capacity in AYA cancer survivors through a positive 

youth development framework. 

(2) Aim 2, (Chapter 2) Presents a Simultaneous Concept Analysis to 

explore and contrast the definitions, distinguishing characteristics, and 

the interrelationships between the concepts of self-management and 

patient activation in the context of AYAs with oncologic and 

hematologic conditions. 

(3) Aim 3, (Chapter 3) Explores the self-management perspectives and 

experiences of AYA cancer survivors, including their lived experience 

of self-management in roles and responsibilities and how this aligns 

with PYD Indicators (Future Orientation, Personal Standards, 

Emotional Regulation, Prosocial Values, Adult Support, Friendships, 

and Contribution), using a mixed methods approach.  

(4) Aim 4, (Chapter 4) Use a qualitative approach to describe and 

categorize goals of AYA cancer survivors in a peer support 

intervention and presents three case studies of contextualized goal 

work.  

(5) Aim 5 (Chapter 5) Use a mixed methods approach to examine the style 

and type of support provided in a peer support intervention and the 

relationship to self-management and mental health quality of life. 
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(6) Aim 6, (Chapter 6) Synthesize findings across chapters to offer 

recommendations for developmentally informed survivorship care and 

future research.  
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2. Self-Management and Patient Activation in Adolescents and 
Young Adults with Hematologic and Oncologic Conditions: A 
Simultaneous Concept Analysis 

2.1 Introduction  

The number of adolescents and young adults (AYAs) with childhood-onset 

chronic conditions (COCC) living in the US today continues to increase, as almost 20% 

of school-aged children have chronic health conditions, and many of those with 

previously fatal childhood conditions are now surviving into young adulthood (American 

Academy of Pediatrics, 2023). AYAs with COCC are challenged by age-normed 

developmental processes while simultaneously learning how to transition towards more 

autonomous care for their health. There is a need to support AYAs with COCC towards 

independence and autonomy as they transition into young adulthood and adult-focused 

care services. 

One unique population of AYAs with COCC are AYA cancer survivors who 

experience a life-changing diagnosis, physical consequences, loss of independence, and a 

sense of isolation (Belpame et al., 2016). Cancer disrupts physical and psychosocial 

aspects of their lives. Once AYA cancer survivors transition to life after treatment, their 

focus begins to shift to returning to a new normal and managing long-term needs 

(National Cancer Institute, 2025). The transition from active treatment to long-term 

survivorship can challenge their self-management capacity, and emotional resilience (Lea 

et al., 2018). Many AYAs struggle with navigating follow-up care, maintaining their 

health, and regaining a new normal, all while facing the social and developmental 

changes of their life stage. A Positive Youth Development (PYD) framework is 

advantageous for conceptualizing the growth in self-management capacity and patient 
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activation in this population, as it takes a strengths-based approach to support capacity 

building (Lerner et al., 2009). Understanding the context in which self-management and 

activation capacity grow will contribute to the knowledge regarding the support needs of 

this population and can assist in understanding developmental assets and inform how best 

to support positive and independent goals for AYAs. 

Many transitions occur for AYAs with cancer and other chronic conditions 

including the transition from pediatric to adult care, from active treatment to life after 

treatment, from being an adolescent with cancer to a young adult cancer survivor, and the 

shifting of health care responsibility from parent to the AYA becoming activated and 

more fully engaged in managing their cancer follow up and survivorship needs. Working 

towards independence and autonomy requires support from multiple stakeholders. 

Understanding the processes involved in these shifts is critical to filling the gap in 

understanding how the AYA population develops toward becoming an activated self-

manager.   

Studies of AYA cancer survivor transitions often employ the concepts of self-

management and patient activation. These two terms are often used 1) interchangeably, 2) 

with patient activation used to measure self-management (Palermo et al., 2018), or 3) 

together in ambiguous ways (Ma et al., 2024, van Maarschalkerweerd et al., 2017). 

Conceptual work is necessary to clarify, differentiate, and explain the overlap of these 

concepts, thereby facilitating the ongoing development of theoretical work, measurement, 

and research. Comparing and contrasting the unique meanings of the concepts of self-

management and patient activation will deepen our understanding and application of 
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these concepts to a population challenged by the new responsibilities of transition and 

autonomy.   

In contrast to earlier conceptions of individuals as the recipients of care, the term 

self-management first appeared in the 1970s as a complex and multidimensional concept 

viewing the individual as an active participant in their health and overall wellness (Creer 

et al., 1976). Since that time, self-management has been defined in a variety of ways, 

with most definitions describing health behaviors, processes, or the ability to manage 

different aspects of living with a chronic condition (Barlow et al., 2002, Grady & Gough, 

2014; Modi et al., 2012). For AYAs, the concept of self-management has added layers of 

complexity that include their development of independence and how that interacts within 

their current support context while also experiencing other age-related developmental 

processes. Self-management tasks have been conceptualized to include medical, role, 

emotional, and behavior management, with specific skills including actions of problem-

solving, action planning, decision making, and more (Grady & Gough, 2014; Lorig & 

Holman, 2003). Furthermore, self-management has been conceptualized as including the 

process of patient activation (Crosby et al., 2020), describing the characteristic of how 

motivated or active an individual is in their own self-management (Hibbard et al., 2004).  

In contrast to the process of self-management, patient activation has been 

conceptualized as the knowledge, skills, and confidence to manage one’s health (Hibbard 

& Green, 2013). Activation encompasses a broad sense of patient engagement, including 

the individual’s self-concept as a self-manager (Hibbard & Green, 2013). Patient 

activation enables a deeper understanding of an individual's likelihood to engage in self-

management actions. For the AYA population, who are focused on developing self-
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management skills along with engaging in specific developmental, clarifying the 

concepts of activation and self-management could provide valuable insight into the self-

management processes and outcomes in a population that has survived a life-threatening 

condition and intensive treatment while often being heavily dependent on health care 

providers and parental caregivers. Conceptual clarification will facilitate the development 

of interventions for this unique population.  

Concept development is a theoretical process used to expand knowledge and the 

development of scientific inquiry (Rodgers & Knafl, 2000). A “simultaneous concept 

analysis” was first described by Haase and colleagues (2000) as a procedure allowing the 

analysis of more than one related concept with the purpose of clarifying definitions, 

meanings of each concept, and the processes that underlie the characteristics and the 

interrelationships between phenomena. Identifying the interrelationships and elements of 

the concepts of self-management and activation, will lead to a deeper understanding and 

the generation of clearer conceptual and operational definitions, allowing researchers to 

generalize findings across studies, helping to ensure that these concepts are being studied 

and interpreted consistently.  

The aim of this paper is to describe and contrast the conceptual definitions, 

distinguishing characteristics, and the interrelationships between the concepts of self-

management and patient activation in the context of AYAs with oncologic or 

hematologic conditions using the simultaneous concept analysis procedure (Haase et al., 

2000), while also discussing the implications of the interrelationships of these concepts 

for theory related to this AYA population. 
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2.2 Methods 

The simultaneous conceptual analysis (SCA) procedure was developed based on 

Rodgers’ evolutionary view of concept development (Rodgers, 1989). As displayed in 

Table 1, the SCA procedure uses nine steps to guide an iterative process of clarifying 

concepts, developing validity matrices and process models, and iteratively reexamining 

findings using a group consensus approach (Haase et al., 2000). This method enables the 

comparison and analysis of related concepts, allowing for the dynamic and evolutionary 

nature of these concepts to be appreciated, such as the unique context of AYAs with 

oncologic or hematologic conditions.  

Table 1: The Simultaneous Concept Analysis Procedure 

STEP EVENT 

1 Development of the consensus group.  

2 Selection of the concepts to be analyzed. 

3 Refinement of the concept clarification approach.   

4 Clarification of the individual concepts.   

5 Development of the validity matrices.  

6 Revision of individual concept clarification.   

7 Reexamination of validity matrices.  

8 Development of a process model.  

9 Submission of the SCA results to peers for critique. 

 

In the first step, we formed a consensus group of experts in adolescent research 

who were interested in the application of self-management and patient activation 

processes central to successful positive youth development in AYA cancer survivors 
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transitioning to more autonomous management of their long-term survivorship care. 

After an initial review of the relatively small amount of literature in this area, the 

population was expanded to include AYAs on active cancer treatment and AYAs with 

sickle cell disease, improving the generalizability of this theoretical work. The literature 

search method is described in detail in Appendix A.  

In the second through fourth steps, we conducted a literature search and examined 

each article to identify the characteristics of the individual concepts and, if applicable, 

any expressed interrelationship between the two concepts. Information on concept 

definitions, usage, characteristics, related concepts, and any interrelation between the 

selected concepts was extracted from the articles. Following manual extraction of 

characteristics and interrelations, all articles underwent further search using artificial 

intelligence (AI) software (Humata, 2025). The manual and AI-extracted data were 

reviewed by the authors, and where applicable, included in the validity matrix. 

Discussion and re-examination of articles occurred iteratively throughout this process, 

including conversations among the consensus group. In steps 5 through 8, validity 

matrices were created along with iterative re-examination of the literature. A process 

model was derived from the matrices and extracted data and was further developed 

through consensus group discussion. In the final step, results were submitted to peers 

outside of the consensus group for critique and feedback. 
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2.3 Results 

The findings of the SCA include the characteristics of each concept. Utilizing the 

data from the characteristics of each concept, the validity matrices were developed, which 

were then used with the characteristics to create the process model.  

2.3.1 Conceptual Characteristics of Self-Management 

The final analysis of self-management included 16 articles from 2016 to 2024 

from psychology, nursing, medical, human factor and design, sociology, and public 

health disciplines.  

2.3.1.1 Definitions of Self-Management 

While half of the articles did not define self-management, several cited definitions 

from other sources, and one defined self-care. Definitions included Modi and colleagues’ 

(2012) definition from the pediatric self-management framework (Crosby et al., 2020), 

the Chronic Illness Alliance (2020) definition (Crosby et al., 2022), a definition from a 

concept analysis (Miller et al., 2015) and other related papers (McCorkle et al., 2011) 

(Erikson et al., 2019),  Barlow and colleagues’ (2002) definition (Hong et al., 2016; 

Vinette et al., 2021), and the definition from the Individual and Family Self-management 

Theory by Ryan and Sawin (2009) (Erikson et al., 2023). Brauer’s et al. (2018) definition 

of self-care was utilized to include behaviors of self-management, including specific 

micro tasks of taking medication, and “broader aspects of taking care of oneself and 

achieving independence” (p. 4). 

While the definitions of self-management were varied, most included a person’s 

behavior towards themselves or their health, processes engaged in, and ability to engage 

in activities that impact their health. In two articles (Crosby et al., 2020; Erikson et al., 
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2023), family was also included in the definitions (Modi et al., 2012; Ryan & Sawin, 

2009). Importantly, only one article mentioned achieving independence (Brauer et al., 

2018). Overall, most definitions of self-management included specific skills or tasks that 

enhance health, with some describing a broader view of self-management as taking care 

of oneself. Furthermore, some articles included AYA-specific developmental aspects of 

self-management, including achieving independence and utilizing resources, and 

important family context. Lastly, some descriptions of self-management included poor 

self-management or a lack of self-management, which included ignoring or failing to act 

on concerning health symptoms (Crosby et al., 2020). These described the negative 

impact of poor self-management.  

2.3.1.2 Antecedents of Self-Management 

The articles described key antecedents necessary for self-management. The first 

antecedent included having something to manage. This was identified broadly, such as a 

chronic condition (like cancer or sickle cell disease), but could also be more specific, like 

the experience of a particular symptom (e.g., pain, fatigue, etc.). Something to manage 

could also include an identified goal or motivation towards a goal or in one instance 

having hopes and dreams (Simon et al., 2023). 

The next antecedent included a desire to be part of management. Some articles 

described part of this desire to self-manage as including a sense of purpose, an identity or 

self-concept, and certain beliefs or perceptions of their health or role. The desire to be a 

part of management may also include an internalized sense of responsibility or desire for 

some level of independence.  
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The third antecedent included opportunity. To self-manage, AYAs require 

opportunities to learn and practice self-management. This is noteworthy in this 

population due to the central role parents play in assisting the AYA with condition 

management, which can sometimes lead to overprotection on behalf of parents (Poku et 

al., 2018) and the AYA’s over-reliance on their parents (Brauer et al., 2018). The 

opportunity to learn and practice is a process that AYAs must engage in, in concert with 

parents’ transition towards sharing and handing off some responsibility for self-

management tasks. The opportunity to self-manage also includes other stakeholders, such 

as healthcare team members, potentially other caregivers or supporters, like romantic 

partners. Within these relationships, there must also be trust (Sisk et al., 2022) for the 

opportunity to be supported. 

The fourth antecedent for self-management in AYAs encompasses competencies 

necessary for performing self-management skills, including advocacy, self-awareness, 

prioritization, health literacy, self-monitoring, decision-making, and problem-solving. 

The literature describes that these competencies must be present at a critical level for self-

management, but understandably the opportunity to develop them is essential. 

The fifth antecedent for self-management in AYAs includes self-related internal 

capacities (intrinsic abilities). These include aspects of confidence, self-regulation or self-

governance, and condition knowledge. Patient activation, sometimes referred to as 

behavioral activation, was also identified as an antecedent for self-management (Crosby 

et al., 2020; Crosby et al., 2022; Erikson et al., 2019). These internal capacities can 

capture the readiness of an individual and the psychological, role, and emotional domains 

of the person. 
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The sixth and final antecedent of self-management is resources or support. For 

AYAs who are new to developing autonomy and learning, it is critical that they have 

resources or support in their self-management. While independence should be fostered, it 

is normal for some reliance on or scaffolding by caregivers and providers while they are 

learning and even as lifelong support as needed (especially for health crises that may 

arise). Resources also include access to information about health and support from others 

in their social network.   

2.3.1.3 Attributes of Self-Management 

The literature described attributes of self-management broadly as complex and 

multidimensional. They can occur on a small scale, such as simple tasks, and on a larger 

scale, encompassing overall wellness. Its processes are iterative and happen over time, or 

over the life course, during sickness and wellness and can be non-linear. Self-

management characteristics can sometimes be operationalized as a specific activity, 

behavior, process, strategy, task, or function. Often these specific operationalizations are 

interdependent, smaller tasks tied to larger processes. Sisk and colleagues (2022) describe 

the larger process of communication and how the success of the self-management process 

is tied to smaller functions, such as building relationships, making decisions, and 

exchanging information.  

The next attribute of self-management includes the domains in which it occurs. 

This includes the physical, emotional, financial, social, medical, role, psychological, and 

developmental domains.  

Self-management includes internal and external processes. For example, taking 

medication requires an individual to physically and externally administer the medication 
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to themselves (orally, dermally, etc.). However, knowing the correct way to administer it 

requires an internal process involving knowledge about the medication and also a belief 

that the medication should be taken.  

Participation or utilization of skills is another essential characteristic of self-

management. This involves using and practicing the skills necessary to care for oneself as 

well as adjusting and adapting as needed. Over time, individuals gain a level of mastery 

of their skills.  

The ability to balance roles is another quality of self-management of particular 

importance to AYAs. This ability captures how self-management happens within the 

larger ecological context of their lives. A balance is needed between the individual, their 

parents, caregivers, supporters, providers, and others within their support network. For 

success in self-management, a balance between roles is needed as the AYA transitions 

from dependence on parents and providers to a more autonomous self. Erikson and 

colleagues (2019) described this balance as negotiated collaboration or mutuality. 

Another attribute of self-management in AYAs is the process of learning. This 

process is dependent on their health and experience. It has been described as “eventual” 

(Hong et al., 2016, p. 5344), yet contingent on the experiences and illness trajectory 

(Vinette et al., 2021). 

The final attribute of self-management of AYAs includes the ties to 

independence. Sometimes referred to as autonomy, responsibility, and self-sufficiency, 

the idea of independence is essential for an individual to self-manage. Independence was 

seen as the ability for the AYA to function independently, without relying or depending 

heavily on others (Brauer et al., 2018; Erikson et al., 2023) and is key to the transition to 
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adulthood (Renedo et al., 2020). This was also intertwined with the balance of roles as 

some reliance will be expected from the support network, but a move to self-governing.  

2.3.1.4 Consequences of Self-Management 

The outcomes or consequences of self-management in this population are 

overwhelmingly positive and include short-term outcomes such as success in self-

management skills, reduction in symptom burden, medication adherence, return to 

activities, relief, and comfort. Long-term outcomes include increase in quality of life, 

increase in survival, ability to anticipate future expectations, better lifestyle choices, 

acquired experiential learning, increased level of expertise and competence, less reliance 

on others, a higher sense of control, ability to cope with illness, reduction in urgent and 

costly treatments, decrease in complications (to a certain point), independence, self-

sufficiency, and developmental achievement. At the macro level, broader societal 

consequences includes lower cost of care or reduced healthcare costs.  Overall, human 

flourishing and grit (an ability and desire to work towards long-term goals) were also 

mentioned as outcomes of overall self-management (McKelvey et al., 2023). 

2.3.1.5 Related Concepts of Self-Management 

          Other concepts used in conjunction with or related to self-management included: 

patient activation, self-efficacy, transition readiness, peer support, normalcy 

promotion/desire for normalcy, family function, reflection, social facilitation, self-

regulation, self-discipline, participation, and cognitive ability. 
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2.3.2 Conceptual Characteristics of Patient Activation 

The final sample on patient activation included 10 articles from 2016 to 2024 

from psychology, nursing, medical, human factors and design, sociology, and public 

health disciplines.  

2.3.2.1 Definitions of Patient Activation 

Most articles defined patient activation using Hibbard and Green’s (2013) 

definition of possessing the knowledge, motivation, and confidence (or self-efficacy), to 

manage one’s own health or develop skills to manage one’s condition. It was also used to 

describe a general engagement (Erikson et al., 2019). In the sickle cell literature patient 

activation was also called “behavioral activation” and was used to describe an active 

participant and a “key mechanism that impacts the likelihood for self-management and 

eventually impacts health outcomes” (p. 1824) and an activity of participating in care 

(Hood et al., 2021). Overall, the definitions of activation described an activity, 

participant, or engagement level tied to knowledge, skills, and confidence concepts that 

would eventually impact health outcomes and self-management. 

2.3.2.2 Antecedents of Patient Activation 

There was scant discussion of the antecedents to patient activation, but what was 

present included a belief or idea of the self-role, something to manage, and a shift of 

responsibility. Hong et al (2016) explains how, in order to be activated, the child role and 

the parent as proxy role must change. 

2.3.2.3 Attributes of Patient Activation 

The attributes of activation included a state of being or idea of an individual’s 

“active self.” This was also described as an individual’s role on a continuum of passive to 
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active (Sisk et al., 2022). Another attribute included readiness in relation to participation 

in skills (Hood et al., 2021). Finally, the last attribute described was the ties to a physical 

or emotional state, illustrating the ability to have activation that may rely on or be 

reflective of an illness state or emotional state (Simon et al., 2023; Soejima et al., 2023). 

2.3.2.4 Consequences of Patient Activation 

The consequences of an individual being in an activated state include positive 

health outcomes, the ability to engage in independent self-management behaviors, self-

efficacy, and transition readiness. 

2.3.2.5 Related Concepts of Patient Activation 

Related concepts include self-management, motivation, mood, family and social 

support, resources, self-regulation, and autonomy. 

2.3.3 Validity Matrix 

A validity matrix was developed by the consensus group through the iterative 

process of clarifying and identifying each concept's characteristics. Table 2. illustrates the 

validity matrix identifying the attributes, antecedents and enablers, and consequences of 

each concept. 

Table 2: Validity Matrix of Critical Attributes, Antecedents & Enablers, and Consequences 

Factor Self-management Activation 
Critical Attributes 
Processes o Internal  

o External 
o Internal 

Trajectory o Nonlinear 
o Developmental 
o May be tied to condition or 

emotional state 
o Specific skills and broad wellness 

o Nonlinear 
o Developmental 
o Continuum between passive 

and active 
o May be tied to 

condition/emotional state 
Time/when it 
occurs 

o Happens over continuum of life o Precedes self-management  
o Happens over continuum of 

life 
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Skills that may 
be included 

o Specific skills i.e. utilizing 
resources, adherence, problem 
solving, communication, decision 
making, action planning, 
managing stress, adoption of 
lifestyle habits, prioritization, 
adjustment, adaption,  

o Broad processes like human 
flourishing, grit, overall quality of 
life improvement 

o Readiness 
o Ability to engage/participate 

(not the actual action) 

Antecedents and Enablers 
Individual 
level 

o A desire to manage 
o A basic understanding and ability 

to carry out skills 

o Idea of self/identity/belief as 
an active participant 

o Something to manage 
Interpersonal 
level 

o Support/resources including a 
negotiated collaboration from 
parents and other support people, 
and providers 

o A shift of responsibility 

Consequences 
Individual-
level 

o A level of independence 
o Positive health outcomes 
o Human flourishing 
o Grit 
o Goal attainment 
o Experiential learning and 

expertise 

o Ability to self-management 
o Positive health outcomes 
o Readiness 

Macro-level  o Cost of care  

 

2.3.4 The Process Model 

Utilizing the developed validity matrices allowed the creation of the process 

model displayed in Figure 2. The process model provides an overview of the elements as 

the concepts became more delineated and interrelated allowing for new related concepts 

to emerge.  
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Figure 2: The Process Model 

2.3.5 Interrelationships Among Concepts 

The key finding of this simultaneous concept analysis is that there is a high level 

of interrelationship between these two concepts. First, activation is clearly articulated as 

preceding self-management or necessary for successful self-management. As shown in 

Figure 2, the internal processes clearly overlap across the two concepts, as evidenced by 

the large amount of self-focused attributes (self-efficacy, self-awareness, self-concept, 

etc.). Both concepts also describe elements of a continuum or a lifelong process that leads 

to positive outcomes. Activation’s outcome is the ability or potential to self-manage. 

These concepts have a high degree of overlap and interrelationship. 

Importantly there are clear distinctions between the two concepts. While self-

management encompasses both internal and external processes, activation primarily 
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involves internal processes. The external processes that characterize self-management can 

include specific behaviors or the carrying out of tasks. Activation is internally focused on 

processes, including motivation and identity. The findings related to the mutually 

exclusive aspects of self-management and activation supported the move towards 

conceptualizations of the interrelated portions of the concepts from a previously partial 

overlap see Figure 3 to a view of activation as a process within self-management.  

 

Figure 3: Conceptualized Relationship 

This conceptualization of activation and self-management proposes activation to 

be one of the internal aspects that occurs within a larger sphere of self-management. Self-

management is a concept that can be seen as specific in behaviors, skills and outcomes, 

but also broad in its elements of overall wellness, self-identity, and developmental health. 

Within the domains of self-management, activation specifically refers to the internal 

aspects of the psychological, mental, emotional, and role-related developmental 

components that inform the readiness, ability, and potential of the other self-management 

       Previous understandings                                  New findings 
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components. Rather than conceptualizing the relationship of these concepts as 

overlapping in a Venn diagram style, activation is a specific concept describing a 

construct within the larger concept of self-management.  

2.4 Discussion 

A SCA strategy was employed to compare two related concepts that are often 

used interchangeably in the literature: self-management and patient activation in the 

population of AYAs with hematologic/oncologic conditions. This strategy allowed an 

iterative process using a consensus group, providing a diversity of perspectives and 

expertise, that allowed for findings reflecting development and consensus of conceptual 

development.  

In the literature, there was an ambiguity in how these concepts were used together 

and separately. Patient activation was often used only when tied to self-management; 

however, self-management appeared in some articles without reference to patient 

activation. By exploring the nature of these concepts, we find self-management to be a 

broad concept, including micro pieces of specific tasks or functions and macro pieces 

including overall wellness and independence. Comparatively, patient activation was used 

to describe the very internal processes including elements of posture or identity towards a 

role in being a self-manager. The overlap between these concepts lies in the fact that self-

management requires patient activation, which is a concept encapsulated within self-

management. This includes the internal processes of activation like motivation, 

confidence, self-identity and the external processes of self-management, including 

actions or behaviors together. Supported by the literature, patient activation mechanisms 

drive self-management behaviors (Erikson et al., 2019). And while activation is stated as 
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preceding self-management both of these concepts are probably happening at the same 

time and throughout the life trajectory of an individual.  

An additional finding of this conceptual work is the breadth of theoretical 

contributions these concepts make. There exists a small body of literature in which the 

frameworks that were developed are grounded in the concepts of self-management and 

patient activation in the AYA population. For example the following theories were 

utilized in the literature to conceptualize self-management and activation in the AYA 

population: Arnett’s theory of emerging adulthood, the individual and family self-

management theory, chronic care models, behavior change theories, health belief model, 

Bandura’s observational learning theory, peer based social models, governmentality 

theory, Benner’s learning theory, resiliency model of family stress, adjustment, and 

adaptation, self-determination theory, and pediatric self-management model and positive 

health psych model. The use of these concepts as key pieces of these theories speaks to 

the need for a developmentally and ecologically informed scaffolding that is necessary to 

understand and support the AYA population including specific considerations in learning, 

identity, transitions, and disease trajectory. 

A notable strength of the literature in this area includes the strong theoretical and 

conceptual work on self-management. This includes some of the self-management central 

theories stated above. The depth of conceptual development of self-management 

contributed to the comprehensiveness in the findings and reflected in the self-

management section of the validity matrices and process model. This also highlights the 

lack of theoretical work of patient activation. While there is a developed measure for 

patient activation, the conceptual work for activation lacks theory and framework 
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development and integration. There is opportunity for future development of patient 

activation conceptual development and operationalization.  

The findings of this SCA have implications for research that utilizes self-

management and patient activation concepts. Specifically, the concept of self-

management is large and can be very broad. When applying the concept of self-

management in research, it is essential to clearly state the specific elements that are 

central to the research question. Additionally, the specific elements of self-management 

should match the measurement. Patient activation’s use in research can inform the ability 

or potential and informs much needed context surrounding internal strengths or deficits 

but may not be able to speak to the carrying out of tasks or specific behaviors. Therefore, 

utilizing measurement of both of these concepts will be advantageous as it may inform 

where barriers are located, in either internal or external processes. Finally, there is future 

opportunity for the specific self-concepts of activation to be further developed and 

eventually operationalized through a measure development. 
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3. Exploring Positive Youth Development and the Self-
Management Role Experiences of Adolescent and Young Adult 
Cancer Survivors 

3.1 Introduction 

The developmental period of adolescence and young adulthood (AYA) is marked 

by significant transitions and milestones. For AYAs living with chronic health 

conditions, such as cancer survivors, these normative developmental tasks are 

compounded by the ongoing demands of managing their health. As a result, they must 

simultaneously navigate developmental and health management trajectories, which shape 

their journey towards autonomy in unique and complex ways.  

AYA cancer survivors often experience an altered health trajectory following 

treatment. Persistent symptoms, elevated risks for secondary malignancies, and other late 

effects necessitate the adoption of effective self-management and long-term follow-up 

behaviors. Research indicates that many AYA cancer survivors face substantial 

challenges in this area. For example, AYA survivors experience low adherence to 

recommended follow-up care (Kargramanov et al., 2018), low screening rates for 

secondary cancers (Yan et al., 2020), and poor health behaviors such as smoking and 

physical inactivity (Ness et al., 2009; Warner et al., 2016). This status highlights the need 

for targeted self-management support. Understanding how AYA survivors develop the 

capacity to take on more autonomous self-management and enact their role as self-

managers is essential to supporting their long-term health and development. 

A Positive Youth Development (PYD) framework (Lerner et al., 2009) offers a 

strengths-based lens for understanding and supporting the work that AYA cancer 

survivors must do to reclaim and redefine their developmental trajectory. PYD 
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emphasizes the alignment of individual assets with contextual resources to promote 

positive outcomes. Rather than focusing on deficits, PYD highlights the plasticity of 

human development and the potential for growth (Lerner et al., 2011). Applying a PYD 

lens to the study of self-management in AYA cancer survivors can provide valuable 

insights into how survivors perceive and develop their roles in managing their health. 

This perspective can inform future theory-driven interventions aimed at fostering 

resilience and autonomy in survivorship. Specifically, it can illuminate how survivors 

conceptualize their responsibilities and self-concept in relation to their health and well-

being as they transition from being an adolescent with cancer to a young adult cancer 

survivor. 

Researchers have explored many domains of AYA cancer survivors' development 

and self-management practices, including unmet needs and barriers to care (Buro et al., 

2023; Signorelli et al., 2022), preferences for care (Dorfman et al., 2022; Sophe et al., 

2021) and interventions promoting various self-management domains (King-Dowling et 

al., 2021; Psihogios et al., 2021). Although these studies have advanced our 

understanding of self-management within the healthcare system, a significant gap 

remains in how AYA cancer survivors perceive, define, and develop their role as self-

managers in the context of their everyday lives. Little is known about how they 

conceptualize their locus of responsibility, how this identity evolves, and what factors or 

resources shape this process. Moreover, the application of a PYD lens to the formation of 

the self-manager role during survivorship is still largely unexplored. Given that self-

management and personal development unfold concurrently during adolescence and 

young adulthood, examining these processes together may offer valuable insights. 
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Appling PYD theory could enhance our understanding of role formation and inform the 

design of community-based interventions that promote both personal growth and 

sustainable self-management practice for AYA cancer survivors. Therefore, the purpose 

of this mixed methods study is to explore the self-management experiences of AYA cancer 

survivors who are at least 12 months post active treatment. In particular, we will use the 

PYD framework to explore the roles and responsibilities of AYA cancer survivors and 

how they align with the PYD indicators: Prosocial Values, Future Orientation, Emotional 

Regulation, Personal Standards, Adult Support, Friendships, and Contribution.   

3.2 Methods 

3.2.1 Study Design 

We used a convergent parallel mixed methods design (Creswell & Plano Clark, 

2017; Halcomb & Hickman, 2015) to explore the complexity of self-management 

phenomena in the AYA population. AYA cancer survivors participated in one semi-

structured qualitative interview to explore their experiences with managing their health 

and wellness during survivorship, as well as a self-report measure of positive youth 

development. This study was approved by the Duke University Institutional Review 

Board (Protocol # 00111620), and all participants provided consent prior to participation. 

3.2.2 Participants and Eligibility 

Study participants were recruited over a six-month period from 07/2024 to 

01/2025 from a large NCI- designated comprehensive cancer center located in the 

southeast United States. Eligible participants were English-speaking AYA cancer 

survivors, 18-26 years of age, who had finished active treatment within the past 12 
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months and had begun the transition to long-term survivor. Eligible study participants 

were identified through a chart review and then approached via telephone.  

3.2.3 Sampling Strategy 

Purposive sampling was used to recruit 10 AYA cancer survivors who, based on 

their age and having completed treatment at least one year prior, were positioned at the 

early stages of the transition to adulthood. Their experienced offered insight into post-

treatment self-management roles and responsibilities. Sample adequacy was guided by 

the concept of information power (Malterud et al., 2016), which emphasizes data 

relevance of content over quantity; the more pertinent the data is to the research aim, the 

fewer participants needed. In this study, the aim was narrowly defined around survivors’ 

self-management roles; sample specificity was high, involving individuals in a key 

developmental phase; the PYD framework provided theoretical grounding; the interview 

dialogue was rich; and cross-case analysis supported pattern recognition. These combined 

factors established the sample to provide sufficient information power to meet the study 

aim. 

3.2.4 Data Collection Procedures 

A semi-structured interview guide (see Appendix B) was used to guide the 

interviews which were conducted over the telephone and lasted an average of 32 minutes 

(range: 17-51 minutes). The interviews covered areas of the self-management experience, 

including perceptions of the participants’ roles in health, progression of self-management 

behaviors, resources needed to engage in their role, and barriers that hinder their self-

management. Exemplar interview questions include “What kinds of things do you do to 

stay healthy as a cancer survivor? What helps you manage your health? What makes it 
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hard for you to take care of yourself? What concerns or fears do you have in taking over 

management of your own health?”  

Following the interview, participants completed a demographic questionnaire and 

the Positive Youth Development Inventory-Short Form (PYDI-S), a 34-item measure that 

assesses seven constructs of PYD: Prosocial Values, Future Orientation, Emotional 

Regulation, Personal Standards, Adult Support, Friendships, and Contribution (Arnold et 

al., 2012). Items are rated on a four-point Likert scale ranging from strongly disagree (1) 

to strongly agree (4), with subscale scores calculated as the mean of the corresponding 

items. Although psychometric testing of the PYDI-S is limited, existing research provides 

evidence of internal consistency in youth ages 9-18, with reported Cronbach’s alpha 

values ranging from .68 to .88 (Bean & Forneris, 2016). Due to the small sample size in 

this study, internal consistency was not assessed. 

Participants received a $40 gift card as compensation for their time. The audio-

recorded interviews were transcribed using Microsoft transcription and verified for 

accuracy by the research team. 

3.2.5 Data Analysis 

Interview transcripts were analyzed using a conventional content analysis process, 

which included two phases of coding using NVivo software. First, an inductive approach 

was employed, to search for areas of self-management experiences contained in the 

interview data (Hsieh & Shannon, 2005). Two researchers (RM & MK) from the team 

read the transcripts multiple times before developing and assigning codes. After 

developing the codes, RM & MK collaboratively organized the codes into categories 

reflecting role and responsibility themes. Then data was coded a second time focusing on 
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the seven constructs (Prosocial Values, Future Orientation, Emotional Regulation, 

Personal Standards, Adult Support, Friendships, and Contribution) from the PYDI-S. 

The Statistical Analysis System (SAS) software-version 9.4 (Cary, NC) was used 

to analyze the quantitative data from this study. Descriptive statistics were used to 

characterize the sample and responses on the PYDI-S.  

3.3 Results 

3.3.1 Quantitative Data 

Descriptive statistics of the sample are presented in Table 3. The study sample 

included 10 AYA cancer survivors between the ages of 20 and 26 years (median = 22.5), 

with a median age at diagnosis of 16 years. The majority identified as female (60%) and 

White (70%), with additional representation from Black (20%), Native American (10%), 

and other racial identities (20%). Participants reported a range of cancer types, including 

lymphoma (40%), leukemia (30%), Ewings sarcoma (20%), and breast cancer (10%). All 

participants had received chemotherapy and/or immunotherapy, with some also 

undergoing surgery (60%) and/or radiation (40%). Educational attainment varied, with 

most having completed high school (60%), and others holding associate (10%) or 

bachelor’s degrees (30%).  

Table 3: Sample Characteristics (N=10) 

Demographics  Median (25th, 75th) Min, Max 

Age 22.5 (20, 24) 20, 26 

Age diagnosed 16 (14, 16) 9, 21 

Characteristic n (%)  
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Gender 
      Female 
      Male 

 
 6 (60) 
 4 (40) 

 

Malignancy 
      Lymphoma  
      Leukemia  
      Ewings sarcoma  
      Breast cancer  

 
4 (40) 
3 (30) 
2 (20) 
1 (10) 

 

Treatment (select all that apply) 
       Chemo and/or immune therapy 
       Radiation 
       Surgery  

 
10 (100) 

             4 (40) 
6 (60) 

 

Race (select all that apply) 
      White 
      Black 
      Other 
      Native American 

 
7 (70) 
2 (20) 
2 (20) 
1 (10) 

 

Ethnicity 
      Non-Hispanic  
      Hispanic  

 
7 (70) 
3 (30) 

 

Education completed 
      12th grade  
       Associates  
       Bachelor’s degree  

 
6 (60) 
1 (10) 
3 (30) 

 

 

Scores on the PYDI-S were summarized across seven subscales, further described 

in Table 4. Median scores were as follows: Future Orientation (3.5), Contribution (3.4), 

Prosocial Values (3.4), Personal Standards (3.4), Emotional Regulation (3.2), Adult 

Support (3.0), and Friendship (2.9). Minimum and maximum scores ranged from 2.0 to 

4.0 across subscales.  

Table 4: Positive Youth Development Inventory Subscales 

Subscale Median (25th, 75th) Min, max 

Prosocial Values 3.4 (3.0, 3.8) 2.5, 4.0 

Future Orientation 3.5 (3, 4) 2.7, 4.0 

Emotional Regulation 3.2 (2.7, 4) 2.3, 4.0 
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Personal Standards 3.4 (3, 3.8) 2.8, 3.8 
Adult Support 3.0 (2.3, 3.5) 2.0, 3.5 

Friendship 2.9 (2.6, 3.4) 2.5, 3.9 

Contribution 3.4 (3, 3.7) 2.7, 4.0 
           *Higher scores reflect better PYD 

3.3.2 Qualitative Data 

The data was organized into five themes describing different roles and 

responsibilities AYA cancer survivors see as a part of their self-manager role, 1) 

intentional behaviors to stay healthy and prevent future issues, 2) dealing with the 

aftermath and implementing strategies to reduce the burden, 3) following the current 

medical plan and advocating for oneself, 4) managing role shifts and balances and, 5) 

growing identity, values, and self-concept. Each PYD indicator was then examined for its 

presence within these role and responsibility themes.  

3.3.2.1 Role and Responsibility Themes 

The following are the five themes identified as roles or responsibilities of the 

AYA cancer survivor’s role.   

Role and Responsibility 1: Intentional behaviors to stay healthy and prevent future 
issues 

Participants described their role as a self-manager as integral to their lives after 

cancer. This role involved taking ownership of their health through intentional, everyday 

choices aimed at promoting long-term wellness and preventing future problems. This 

focused on proactive strategies that aligned physical activity, nutrition, environmental 

awareness, and routine-building with their broader health goals.  

a. Prioritizing physical activity and nutrition 
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A consistent theme across participants was the importance of staying physically active 

and eating well. Many described exercise as a core part of their routine and identity and 

tied it to their ability to be healthy: 

“Being healthy is through running. That’s my main form of exercise… I try to eat healthy 
foods and avoid smoking and doing things like that just to keep my health good.” 
(Female, 20 years old, Ewings sarcoma) 

Participants also shared their efforts to make thoughtful dietary choices, including 

reducing meat consumption, avoiding processed foods, and cooking at home: 

“I try not to eat a lot of greasy, sugary stuff… I try to cook at home. I go to the gym.” 
(Female, 20 years old, leukemia) 

B. Avoiding risk and building health routines 

In addition to diet and exercise, participants described avoiding behaviors and exposures 

they perceived as risky, such as smoking or excessive sun exposure. These choices were 

often framed as part of a broader commitment to consistency and self-discipline: 

“The sun is a big one for me, so people will look at me weird. When I'm wearing full hat, 
full length shirt. I avoid a lot of the sunlight, and I try and avoid a lot of people who 
wanna smoke and stuff like that.” (Male, 26 years old, leukemia) 

Some participants highlighted the role of routine and consistency in supporting their 

health goals, such as drinking water regularly, maintaining sleep schedules, or integrating 

physical activity into daily life: 

“I think a big responsibility in taking care of myself is probably again, discipline in the 
gym. A big one, just for me personally I [am] also pretty consistent in my diet, I'm doing 
my part and yes, staying consistent, you know, working out and eating right and making 
sure that I'm being responsible with my decisions and what I'm working towards.” (Male, 
23 years old, lymphoma) 
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These intentional behaviors reflect a broader sense of agency and future investment 

among participants. Their choices were not only about managing current health but also 

about protecting their future selves, an outlook shaped by their experiences with cancer 

and survivorship. 

Role and Responsibility 2: Dealing with the aftermath of cancer and implementing 
strategies to reduce the burden 
 

For many participants, the end of cancer treatment did not mark the end of their 

challenges. Instead, they described a complex and ongoing process of managing the 

aftermath, a range of physical, emotional, cognitive, and relational effects that continued 

to shape their daily lives and self-management responsibilities. Survivors described their 

role in identifying ongoing complications from cancer treatment and developing 

strategies to reduce the burden of these lingering effects.  

A. Mental health and processing their cancer experience 

Mental health impacts and emotional recovery was identified as a central concern and 

working through that was identified as part of their self-management role. Participants 

described anxiety, fear of recurrence, and unresolved trauma as persistent challenges in 

survivorship. Several noted that they were only able to begin emotionally processing their 

experience after treatment had ended: 

“it's really just emotional and like working through it and really trying to process 
everything that happened because I couldn't really do that while going through it” 
(Female, 20 years old, Ewings sarcoma) 
 
Fear of recurrence was a common and deeply felt concern: 
 
“You never know when it's gonna reactivate or stay dormant for rest my life and that 
percentage is pretty high.” (Male, 26 years old, leukemia) 
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“I feel like definitely the core of anxiety stemmed from not knowing if it could come back 
or I'd have to stop my life again and do that for another two years. So i feel like that has 
like carried on to other parts of my life a little bit but that's mostly where the anxiety 
came from, when I stopped treatment. Uncertainty and them not really knowing like what 
could happen after that.” (Female, 20 years old, Ewings sarcoma) 
 
“reoccurrence is always one that there's always kind of lingering in the back of your 
head of course” (Male, 23 years old, Lymphoma) 
 

Participants used a variety of strategies to manage these emotional burdens, including 

therapy, community support, and self-care routines: 

“I see a therapist that works with cancer survivors and life after that. So I feel like I 
definitely have all the tools that I need to be successful.” (Female, 20 years old, Ewings 
sarcoma) 

 
“Symptoms of depression or anxiety can be tough to manage sometimes… I do a lot to try 
to balance those feelings, whether it’s the work I do as a coach, my diet and exercise, or 
reaching out to my support system.” (Male, 23 years old, Lymphoma) 

“Being in the trees [nature]…I think that that helps. I guess like identifying like what 
specific things are bothering me and then trying to like problem solve them from there.” 
(Female, 20 years old, lymphoma) 

b. Physical and cognitive effects management 

Participants also described ongoing physical and cognitive symptoms such as weakened 

immune systems, weight changes, fatigue, and concentration/memory problems. 

Participants describe their responsibility in managing their ongoing symptoms.  

Due to compromised immunity, some participants took extra precautions to avoid illness: 

“I get sick pretty easily. Anything I can do to prevent that, I’ll do.” (Female, 20 years old, 
leukemia) 

“If somebody’s sick or coughing… I step away or tell them not to come near me.” 
(Female, 20 years old, leukemia) 
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Cognitive changes were another common concern. Participants reported difficulties with 

memory, concentration, and mental clarity, this often required participants to adjust their 

routines, seek accommodations (e.g., in school), or develop compensatory strategies: 

“In college, I do get a little behind and don’t fully understand something. I need the extra 
time.” (Female, 20 years old, leukemia) 

“I've been managing that, you know, being open and commutative with my professors 
and letting them know, hey, I have a lot of health issues and I might be in doctor's 
appointments. You know, I might turn my camera on, but I'm in a doctor's office” 
(Female, 20 years old, leukemia) 
 

Role and Responsibility 3: Following their current medical plan & advocating for 
oneself 
 

A key role and responsibility identified by AYA cancer survivors was the ongoing 

management of their medical care. This included self-management tasks such as adhering 

to treatment regimens, attending appointments, monitoring symptoms, and advocating for 

their needs. These behaviors reflected a growing sense of independence and ownership 

over their health, often marking a shift from parental oversight to personal accountability. 

a. Adhering to medical plans and routines 

Participants described taking responsibility for scheduling and attending medical 

appointments, including routine checkups, specialist visits, and follow-ups related to their 

cancer history. Participants shared the increased sense of responsibility and increased 

autonomy within following their medical plan.  

“If I have an appointment, I’ll go to my appointment. If I have any questions or need an 
appointment, I’ll make those myself… rather than before, it was my mom doing all that 
because I was a kid. So now I’ve really taken on those responsibilities.” (Female, 20 
years old, leukemia) 
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“My job is just to make sure that I’m most OK. Make sure that I make all my doctor’s 
appointments I’m supposed to, just for physicals and for the oncologist. I made a dentist 
appointment; I’m going to that. I’m just making sure I’m doing everything I need to do to 
stay healthy.” (Female, 23 years old, lymphoma) 

Another important identified responsibility was staying on top of medications and refills. 

Although this practical skill is relatively simple, participants described this as a common 

example of carrying out their self-management duties by taking on this responsibility. 

“Staying on top of my medications. If it’s getting close [to running out], I talk to my 
provider and say, ‘Hey, can we get that set up?’” (Male, 26 years old, leukemia) 

“If I ever need to take any medication, I’ll be sure to take that at the times I’m supposed 
to, the days I’m supposed to follow that regimen they give me.” (Female, 20 years old 
leukemia) 

b. Monitoring for concerning symptoms and taking action 

Participants also described the responsibility of monitoring their health and taking action 

when something felt off. This included recognizing symptoms, seeking care, and 

initiating appointments: 

“If I feel sick, I try to make my own appointment now.” (Male, 24 years old, Ewings 
sarcoma) 
 

c. Self- advocacy and communication 
Self-advocacy emerged as a powerful subtheme, with participants describing how they 

learned to speak up for themselves, communicate their needs, and take initiative in both 

their health care and everyday settings: 

“From my experience… that big one is self-advocating, being on top of medications, how 
you’re feeling, and if something’s off, telling someone: a doctor, your support team, 
anyone….It’s being communicative, as I have learned to be… If I’m not feeling well and I 
don’t tell anybody, and I don’t do anything for myself to feel better, then nothing ever is 
gonna change. As long as I keep doing that, I feel like that’s my role in managing my 
care” (Female, 20 years old, leukemia) 
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Others reflected on the emotional growth required to advocate for themselves, especially 

when dealing with anxiety or uncertainty: 

“I can’t expect someone to come and save me, just kind of looking out for myself like I 
would for a person I care about.” (Female, 20 years old, lymphoma) 

“If I ever have a question, I’ll never feel uncomfortable or embarrassed. I can just say, 
‘Hey, here’s my one question.” (Male, 26 years old, leukemia) 

These reflections highlight how self-advocacy is not only a practical skill but also a 

deeply personal and developmental achievement. For many participants, learning to 

speak up, ask for help, and take initiative marked a significant step in their journey 

toward independence in their self-management as a survivor. 

Role and Responsibility 4: Managing role shifts and balances 

Participants described a key responsibility of self-management as navigating evolving 

roles. This included their role as well as others and the changing dynamics with parents, 

friends, romantic partners, and healthcare providers. These shifts reflected a broader 

coming-of-age experience shaped by developmental milestones and the unique demands 

of survivorship. Managing these role transitions required balancing growing 

independence with strategic reliance on support systems and learning when to seek help 

versus when to take the lead. 

A. Parental role and responsibility shifts 

AYA cancer survivors described the evolving role of their parents as an important aspect 

of their self-management journey, one they had to navigate and manage. During 

treatment, parents often served as primary health advocates, coordinating care and 

making decisions. In survivorship, however, this role shifted to a supportive yet less 
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central position. AYAs were tasked with managing this transition, which involved 

negotiating boundaries, assuming greater autonomy, and redefining their own 

responsibilities. Participants described this shift as a natural part of growing into 

adulthood, but one that required intentional effort to balance independence with 

continued parental involvement. While they increasingly took ownership of health-related 

decisions, many still valued and invited their parents’ input, highlighting the complexity 

of managing relational dynamics alongside medical responsibilities. One participant 

shared: 

“I still lean on my parents for a lot of things so. I still ask them for advice and like what I 
should do with my health sometimes. So I said you both have that relationship where we 
can respect each other. But still, they're still part of my health story now.” (Female, 20 
years old, Ewings sarcoma) 
 
Another participant echoed this shift and emphasized the ongoing emotional and practical 

support from parents: 

“If I’m healthy, I take care of it, but I do get a lot of support from my mom and my 
parents. I feel like since they always been there doing my treatments” (Female, 20 years 
old, leukemia) 
 
This shift was often catalyzed by physical separation, such as moving away for college, 

which created space for increased independence: 

“Living at home was kind of hard to be more independent, than being at college... I am 
four hours away at college, so definitely my friends and my boyfriend are the biggest 
supporters I have right now.” (Female, 20 years old, Ewings sarcoma) 
 

Participants emphasized that successful transitions of responsibilities required mutual 

trust and communication. One participant described how their parents remained involved 

in a supportive, advisory role: 
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“They would send me with a sticky note ‘I want you to ask about this, this, and this.’ 
Then I’d call them after the appointment to talk about what the doctor said. It was great 
that they trusted me enough to understand that.” (Male 26 years old, leukemia) 

In addition to emotional and logistical support, participants also described a financial 

shift, where they began to assume more responsibility for managing healthcare costs, 

employment, and insurance. This transition was often challenging and marked by a need 

to balance independence with continued parental support. 

“I'm not on my moms health insurance. I'm not on the school's health insurance anymore, 
so it had to be through an employer going forward and yeah, so now that I do have a nice 
health insurance” (Male, 23 years old, Lymphoma) 

“that definitely has been a challenge for me, at least in my, like, fear being in this like 
kind of early adulthood was, yeah, just trying to figure out, like, the healthcare side of 
things, like the insurance part of things. Yeah, it can be difficult.” (Male, 26 years old, 
Leukemia) 

b. Expanding support from friends and significant others 

As parental involvement shifted, participants shifted reliance on friends and partners for 

emotional and practical support. These relationships played a key role in their self-

management journey, offering companionship, encouragement, and accountability: 

“They support me and everything I do. And they're always here for me. If I were to talk 
about something, they always help me through that; So I have like two really good friends 
and we'll like go out to dinner together or we'll eat and watch a movie. Or they're just… 
there to cry with me on the couch if I need it. You know, really anything I need. They're 
just down for it;” (Female, 20 years old, Ewings sarcoma) 

 “social life, having friends is really important. That's what I learned as well. Like. Umm, 
you know, family is important too, but you know, having friends and having people to go 
out with. And you know, if you going to school like you have a little group there with you. 
Just supporting you along the way.” (Female, 20 years old, leukemia) 

 
a. Navigating shifts in the health care system 
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Participants also described transitions within the healthcare system that required them to 

take on new responsibilities. Moving from pediatric to adult care, adjusting to new 

providers, and managing appointments independently were common experiences. These 

experiences demonstrated their role in navigating new shifts in health care: 

“I would say it was scary. It still kinda is, 'cause I'm still, you know, learning and trying 
to figure it out. I'm getting a lot of support from my own doctors. I, as I am changing into 
an adult care system instead of like children….and recently one of my one of the doctors 
he retired, so I have been, you know, to I like a transition to my like to another doctor 
from the same group” (Female, 20 years old, Leukemia) 
 
 

b. Role instability and challenges 
 
Despite these shifts, participants also described moments of role instability, where they 

struggled to maintain consistency in their self-management responsibilities. This was 

especially evident in areas like mental health care and employment: 

 
“I haven't had the best experience with them every time I find one [therapist]. If they 
leave like the first one I had, she ended up getting pregnant.  And then she went on 
maternity leave for like six months. Never wanted that. I found a different one and she 
ended up switching like companies so.” (Female, 23 years old, lymphoma) 
 
“I'm looking to work so. But I have had a job before. With that job, I also had, you know, 
regular appointments, especially if I get sick often I'm going to need to go to, you know, 
some emergency appointments and managing having a job and also having regular 
doctor visits advice or anything on that;  And again, like social life” (Female, 20 years 
old, leukemia) 
 
Role instability also presented challenges between AYAs and their parents. Despite 

increasing independence, participants described moments of role instability where 

emotional dynamics complicated their evolving responsibilities as self-managers and 

shifting support systems. One participant highlighted the tension and emotional impacts 

between feeling capable of managing their health and navigating their parents’ 

heightened anxiety: 
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“If im healthy, I take care of it, but I do get a lot of support from my mom and my 
parents. I feel like since they always been there doing my treatments, they have a lot, they 
get more alarmed if I have something. So I do get a lot of support and more of like worry 
from them than myself. If I get like a bruise, my mother would get more worried than 
me… I get more scared of the reaction.” (Female, 20 years old, Leukemia) 
 
Role and responsibility 5: Growing identity, values, and self-concept 
 

Participants described how their role in self-management required them to face their 

own beliefs specifically their identity, personal values, and their self-concept. The fifth 

role and responsibility identified includes growing their identify, values, and their idea of 

their self-concept. This internal development was intertwined with their survivorship 

experience and what they believe directly informed how they approached their health, 

relationships, and future goals.  

A. Self-concept and internal resources 

Participants emphasized the importance of cultivating a positive self-concept, seeing 

themselves as capable, worthy, and resilient. This responsibility includes forming an 

internal perspective and was foundational to their ability to take on self-management 

responsibilities. Confidence and trust in oneself emerged as essential qualities: 

“The knowledge and, the trust that I can do the things that I want to do.” (Female, 23 
years old, Lymphoma) 
 
Others spoke about the need for grace and self-compassion from themselves, recognizing 

that healing and growth are non-linear processes: 

“I think for myself, I just need to be more easy on myself and just kind of love myself 
processing how I do it and not compare myself to other people's time lines on healing and 
everything and just kind of go through it at my own pace.” (Female, 20 years old, Ewings 
sarcoma) 
 
Participants also described a development of valuing themselves, this included growing 

awareness that self-care was not just about the present, but an investment in their future: 
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“knowing that when you're taking care of yourself, you're doing it for you and your 

future self.” (Female, 20 years old, Ewings sarcoma) 

b. Perspective shifts and meaning-making 
 
Survivorship prompted many participants to adopt a broader, more reflective outlook on 

life. They described a shift in perspective that emphasized gratitude, acceptance, and the 

value of each day: 

“It was more about accepting something. This doesn’t define find who I am. This gives 
me a new opportunity, a new look on life. Cancer not only also took something from me, 
but it also helped me a lot with how to view day by day. Like, sure, life's still gonna suck, 
some days it's gonna punch you in the face. But at the end of the day, I'm still alive 
enough to go another day.” (Male, 26 years old, Leukemia) 
 
 
Shifted perspective to a positive mental outlook was seen as essential for recovery and 

resilience in health and life. 

 
“you have to have a positive mental attitude because no matter what else, if you don't 
have that, it doesn't matter how good it is you will never recover correctly.” (Male, 26 
years old, Leukemia) 
 

c. Values and purpose-driven roles 

Participants also described how identifying their values, particularly around giving back, 

purpose, and intentional living, was necessary in informing their role and specific 

responsibilities like giving contributing to other or the community. One participant 

describes their desire to engaging in altruistic service tied back to their cancer experience: 

“I just got back in contact with Make-A-Wish and I’m going to be volunteering with 
them… giving back the hope they gave me. That definitely helped me heal.” (Female, 20 
years old, Ewings sarcoma) 

For some, this shift in values led to a search for meaningful work and a sense of 
disconnection from peers who did not share similar perspectives: 
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“I’m really wanting to find meaningful work… I just feel like people don’t see things the 
same. We don’t see things the same.” (Female, 20 years old, Lymphoma) 

Participants also described resisting societal pressures and instead aligning their actions 

with what they personally believed was good or right: 

“Not letting myself fall into the traps of like, ‘do this’ or ‘watch this all day’… just 
making sure to do what you want to do and what you know is good, rather than falling 
into the default of society.” (Female, 20 years old, Lymphoma) 

These reflections underscore how identity development and value formation are not only 

central to AYA development but also deeply influence how survivors define and enact 

their roles as self-managers. 

3.3.3 PYD Indicators Presence in the Roles and Responsibilities 

 

Figure 4: PYD Indicators Overlap with Roles and Responsibilities 
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 Figure 4 illustrates how the five roles and responsibilities identified by AYA 

cancer survivors align with the seven indicators of PYD. Notably, all of the seven PYD 

indicators are captured across the five roles and responsibilities described by AYA cancer 

survivors. The strongest overlap occurred with Future Orientation and Personal 

Standards, which were reflected across all five roles and responsibilities. Emotional 

Regulation appeared in three roles, while Adult Support was evident in two. Prosocial 

Values, Friendships, and Contributions were each present in one role. 

3.4 Discussion 

This study explored AYA cancer survivors PYD and how they conceptualized 

and operationalized their own self-management through five distinct role and 

responsibilities. These roles and responsibilities reflect a developmental process shaped 

by their past experiences and future desires. Importantly, all seven indicators of the PYD 

were represented across these roles, highlighting the relevance of PYD as a guiding 

framework for understanding self-management in this population.  

PYDI-S scores in this study were generally consistent with those reported in 

youth development interventions, including sports-based and character development 

programs targeting youth aged 9 to 21 (Bean & Forneris, 2016; Maslow et al., 2015). 

Subscales such as Future Orientation, Contribution, and Prosocial Values demonstrated 

similarly high median scores, suggesting that AYA cancer survivors in this sample 

possess these developmental assets. However, the Friendship subscale was notably lower 

in this study, potentially reflecting a unique relational period in early survivorship. This 

finding is further illuminated by qualitative data, where participants described complex 
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shifts in peer relationships. Many AYAs reported feeling disconnected from friends 

during treatment, experiencing changes in social circles, or relying more heavily on 

family and romantic partners for support. While some participants described strong 

friendships that offered emotional grounding, others expressed challenges in rebuilding 

peer connections or navigating social reintegration. These relational disruptions may help 

explain the lower Friendship scores and underscore the importance of supporting peer 

relationship development as part of holistic survivorship care. 

Findings from this study also reveal a strong alignment between AYA cancer 

survivors’ self-management roles and the developmental indicators of PYD. The most 

prominent overlap occurred with Future Orientation and Personal Standards, which were 

reflected across all five identified roles and responsibilities. These indicators suggest that 

AYA cancer survivors are actively cultivating their personal values and envisioning their 

future, which are essential components of their self-management role.  

Other PYD indicators appeared in more specific contexts. Friendships, while 

acknowledged as meaningful, overlapped only with the responsibility of managing role 

shifts and balances and received the lowest score on the PYDI subscale. This may reflect 

the unique experience of AYA cancer survivors, where although friendships are essential 

to PYD, they may play a less prominent role in the context of carrying out self-

management for AYA cancer survivors.  Similarly, Prosocial Values and Contribution 

were most evident in the role of growing identity, values, and self-concept, suggesting 

that while altruistic motivations are present, they are less central to the execution of day-

to-day self-management tasks. 
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Emotional Regulation was evident in three roles and responsibilities: managing 

role shifts and balances, dealing with the aftermath and reducing burden, and following 

the current medical plan and advocating for oneself. It was most salient in participants’ 

reflections on the emotional aftermath of treatment, particularly anxiety and fear of 

recurrence. Emotional regulation also played a critical role in navigating life transitions 

with role shifts and adhering to medical plans, indicating its importance in sustaining 

self-management behaviors.  

The Adult Support indicator overlapped with managing role shifts and following 

the medical plan. Participants described the essential role of adults like healthcare 

providers, parents, educational and vocational resources in supporting their self-

management efforts. This highlights the ongoing need for adult support even as AYA 

cancer survivors strive for autonomy.  

3.4.1 Limitations 

This mixed methods study has limitations. First, the measure of the PYDI-S lacks 

psychometric development. This scale was developed by Arnold and colleagues (2012) 

however, creation and validation of this measure including validation has not been 

published. Future work on self-management and PYD work should consider using a 

validated instrument or consider different models of PYD.  

Secondly, the sample reflected a relatively narrow age range at the time of data 

collection, capturing a specific stage of young adulthood. Most participants had been 

diagnosed during mid-adolescence, although the age at diagnosis varied. These 

developmental differences may influence how participants experienced self-management 



 

 57 

and parental involvement in care both during cancer treatment and in post-treatment 

survivorship. As such, findings should be interpreted with caution, recognizing that 

baseline self-management capacities and family dynamics likely differed across 

developmental stages. 

These finding from this study highlight the importance of framing self-

management not only as a skills or processes focused on health behaviors, but as 

possessing different developmental dimensions. Additionally, some indicators of PYD 

may be necessary for certain self-management roles and responsibilities, but not others. It 

is also important to note that two of the PYD indicators, Friendships and Adult Support, 

may be contingent on each individuals’ support system, this may be important in 

understanding the strengths and weaknesses and ability to optimize PYD and self-

management in AYA cancer survivors.  

3.4.2 Conclusion 

This study extends PYD theory by grounding its indicators in the lived 

experiences of AYA cancer survivors. Rather than abstract developmental assets, PYD 

constructs were reflected in concrete, self-defined practices. For example, the prominence 

of Future Orientation and Personal Standards across all roles reveals how AYA cancer 

survivors actively construct a forward-looking identity rooted in autonomy, 

responsibility, and internal values. These findings suggest that future-oriented thinking 

and personal standards are not just developmental indicators, they are central mechanisms 

through which AYA cancer survivors navigate survivorship and their self-management 

role. 
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4. Exploring Goal Content and Goal Processes of Adolescent 
and Young Adult Cancer Survivors in a Peer Support 
Intervention 

4.1 Introduction 

Adolescents and young adults (AYAs) with childhood-onset chronic conditions 

(COCC), including cancer, face complex challenges in managing their health while 

navigating key developmental transitions. These include unmet psychosocial needs 

(Burkart et al., 2018), unhealthy lifestyle behaviors (Warner et al., 2015), and low 

engagement in survivorship care (Zheng et al., 2015). As AYAs strive to build autonomy, 

form identity, and plan for the future, interventions that support both health management 

and developmental growth are urgently needed. 

Peer mentoring has emerged as a promising, developmentally attuned strategy to 

support AYAs with chronic conditions (Dave et al., 2024). By engaging those with 

shared lived experience, peer mentoring offers relational scaffolding that promotes trust, 

emotional validation, and skill-building. Evidence suggests that AYAs cancer survivors 

value peer support and often lack access to it (Camp et al., 2023; Rao et al., 2025). Peer-

based interventions are particularly well-suited to address the relational and motivational 

needs of AYAs offering developmentally appropriate support for health-related behavior 

change (Kulandaivelu & Kohut, 2021). 

Within peer support interventions, goal setting can play a central role in activating 

self-management. It enables AYAs to articulate priorities, take ownership of their health, 

and align daily actions with broader developmental aims. Lozano and Houtrow (2018) 

emphasizes collaborative goal setting, by engaging youth, caregivers, and providers, as 
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essential for supporting self-management, promoting autonomy and competence in 

managing complex conditions. However, a recent scoping review (Qi et al., 2025) found 

that while many adolescent self-management programs emphasized education and 

motivation, fewer included structured, interactive components that support autonomy and 

behavior change, highlighting a missed opportunity to integrate personalized strategies 

such as goal setting. The Flinders Program randomized controlled trial protocol (Gauci et 

al., 2022) is among the first to rigorously evaluate goal setting in adolescents, adapting 

adult models to support self-efficacy, quality of life, and illness control in youth aged 15–

18. 

Drawing on Carver and Scheier’s (2001) self-regulation theory, goals serve as 

organizing structures for behavior, linking immediate actions to long-term aspirations. 

Schwartz and Drotar (2006) highlight that goals in youth with chronic illness reflect both 

normative developmental desires and illness-related adaptations. Goal pursuit involves 

cycles of monitoring, evaluating, and adjusting behavior, skills that are foundational to 

self-management and still developing during adolescence (Austin & Vancouver, 1996; 

Nurmi, 2004). Mozafarinia et al. (2023) further confirm that goal-setting interventions 

consistently improve health outcomes across chronic conditions, particularly when 

integrated into broader self-management frameworks. 

Understanding how AYAs select and pursue goals offers a window into their 

developmental priorities and adaptive strategies. Goals reflect not only immediate needs, 

but also broader aspirations tied to identity, autonomy, and future orientation. In 

survivorship, these goals may be shaped by both typical developmental transitions and 
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the lingering impact of cancer treatment. Interventions that support goal processes, 

especially those delivered through peer-based formats, may offer developmentally 

attuned scaffolding for both health management and personal growth. 

This study examines how AYA cancer survivors engaged in a peer coaching 

intervention selected and pursued personal goals over time. Using qualitative descriptive 

methods, we first explore 1) the types of goals selected and then categorize them into a 

taxonomy by level of abstraction, defined as the degree to which goals reflect concrete 

actions versus broader identity-linked aspirations. Secondly, we use case study methods 

(Green et al., 2022) to explore the process of goal pursuit contextualized by relational 

support to develop a deeper understanding of how peer mentoring may support goal-

directed behavior and developmental adaptation in AYA survivorship. 

4.2 Methods 

4.2.1 Study Design 

This study employed a qualitative descriptive design and case study methods to 

explore how AYA cancer survivors articulated and pursued personal goals during a peer 

coaching intervention. Data were drawn from the Peer i-Coaching for Activated Self-

management Optimization (PiCASO) randomized controlled trial (R01 NR018379-01), 

which tested the efficacy of a telephone-based peer coaching program versus attention 

control for AYAs with nine childhood-onset chronic conditions (COCCs). The present 

analysis focused on participants with a history of childhood cancer who were enrolled in 

the intervention arm, with the aim of examining their self-selected goals and goal-related 

processes. 
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AYA cancer survivors represent a distinct subsample within the broader COCC 

population due to their unique survivorship trajectory following a life-threatening 

diagnosis. In contrast to stable chronic conditions, AYA cancer survivors experience a 

“dual burden” of acute and chronic care. Having endured intensive treatment during 

critical developmental periods and then facing long-term risks such as secondary cancers, 

infertility, and cognitive late effects (Berkman et al., 2024). Their survivorship is often 

marked by poor survivorship care follow up (Ford et al., 2020). Developmental 

disruptions are also common, including interrupted education, delayed career 

progression, and impaired social integration (Altherr et al., 2023). These challenges 

underscore the need to understand how AYA cancer survivors articulate and pursue 

personally meaningful goals in the context of survivorship. 

A qualitative descriptive approach (Sandelowski, 2000) was selected to examine 

how AYA cancer survivors articulated and pursued personal goals within the structured 

context of a peer coaching intervention. This approach prioritized clarity, contextual 

depth, and participant-centered analysis, allowing us to capture goal-related expressions 

as they emerged organically through coaching dialogue. We then used case study 

methodology (Green et al., 2022) to provide a structured, holistic account of individual 

goal pursuit within the intervention that aided in capturing the complexity of goal-related 

processes. By recontextualizing goals within the lived experiences of three participants, 

we were able to explore how they navigated developmental transitions and articulated 

evolving priorities within the intervention.  
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4.2.2 Sample 

The PiCASO randomized controlled trial evaluated the efficacy of a telephone-

based peer coaching intervention on health outcomes among AYAs with COCC. 

Participants included AYAs with one of nine childhood-onset chronic conditions. 

Inclusion criteria in the parent study included 1) 16 to 22 years of age 2) COCC from 1 to 

3 condition categories: 

A) conditions that require frequent hospital-based treatment (sickle cell disease, 

chronic kidney disease, systemic lupus erythematous) 

B) have specific daily management tasks and episodic periods of worsening/flares 

(type 1 diabetes, inflammatory bowel disease, cystic fibrosis) 

C) survivorship conditions in which participants have gone through some form of 

intense treatment and continue to deal with distressing symptoms and self-

management tasks (stem cell transplantation, organ transplantation, childhood 

cancer survivor)  

Additional inclusion criteria included being able to read and speak English and 

access to the internet via computer or smart phone. Exclusion criteria included 1) 

diagnosed with a cognitive dysfunction and 2) need for an English translator. The 

intervention arm received 12 months of coaching from a supervised peer coach who had a 

COCC from within the same condition category and had successfully transitioned to adult 

care and been trained in motivational interviewing (Miller & Rollnick, 2012). The 

attention control arm received standard educational materials on self-management for 

chronic conditions and routine telephone check ins around receipt of the materials. 
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Participants in the intervention arm received up to 12 months of telephone-based 

peer coaching, delivered in structured phases aligned with the PiCASO protocol. The 

intervention was informed by Positive Youth Development (PYD) theory, with coaching 

strategies designed to foster autonomy, emotional validation, and developmental growth 

through peer-led goal setting and relational support. Coaching was organized into three 

phases: rapport-building (months 1–3), goal setting and action planning (months 4–8), 

and maintenance and reflection (months 9–12). Coaching sessions were scheduled 

approximately every week for the first three months, then every other week for the 

second three months, then monthly for the last six months, but remained flexible to 

participant and coach needs with the median of 23 sessions (range from 3 to 30) and a 

total of 341 coaching sessions were included in this study. Individual coaching sessions 

ranged from 20 to 45 minutes in length, depending on participant needs and engagement. 

At the start of the intervention, participants completed a Personal Health Assessment 

(PHA) with their peer coach which lasted several sessions. The PHA included questions 

about physical, emotional, and social well-being. This assessment was sometimes 

referenced during early coaching sessions to help participants reflect on areas of strength 

or challenge and identifying potential goals. Goal selection was participant-driven and 

flexible, with coaches using open-ended prompts and motivational interviewing 

techniques to support goal clarification, action planning, and ongoing goal revision based 

on evolving priorities. 

This analysis focused on a subsample of 17 AYA cancer survivors who met the 

following additional criteria: (1) enrollment in the intervention arm of PiCASO, (2) a 

history of childhood cancer, and (3) engagement in three or more coaching sessions.  
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4.2.3 Data Collection 

All peer coaching sessions were audio recorded using the secure InquisitHealth 

app platform. Audio recordings were transcribed verbatim using Microsoft transcription 

services and verified for accuracy through direct audio review by members of the 

research team (RM, DF, AZ). Transcripts were stored on a secure server and de-identified 

prior to analysis to protect participant confidentiality. 

For this analysis, transcripts from participants meeting inclusion criteria were 

examined in full. This allowed for a comprehensive view of goal-related content across 

the duration of each participant’s engagement. Transcripts captured spontaneous and 

structured dialogue between participants and peer coaches, offering rich insight into how 

goals were articulated, refined, and pursued over time. 

4.2.4 Data Analysis 

Transcripts were analyzed using a qualitative content analysis approach, aided by 

NVivo software (Lumivero, 2023). A codebook was developed inductively from the 

coaching transcripts, with initial codes identifying formal or intentional goals explicitly 

articulated by participants. All coaching sessions for each participant were coded 

allowing for a longitudinal exploration of goal-related work over time.  

Coding was conducted by a trained qualitative research team (RM, TG, and AZ) 

with expertise in AYA health and development. An initial set 26 of transcripts were 

coded by all three coders, followed by a collaborative review, reconciliation of 

discrepancies through discussion and consensus, and further elaboration of the code 

book. To enhance trustworthiness, we employed multiple strategies, including regular 
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member checks, reflexive journaling, and analytic memoing (Lincoln & Guba, 1985). 

Ongoing research team meetings during the coding period supported interpretive 

consistency and strengthened the credibility of the findings. Reflexive journaling and 

memoing were also used to document each participant’s longitudinal trajectory across the 

12-month coaching intervention, allowing for a nuanced interpretation of goal 

development over time. 

Following coding, we applied a goal categorization framework informed by 

Carver and Scheier’s (2001) hierarchical model of goal abstraction. This model 

conceptualizes goals as nested structures, ranging from lower-order, concrete actions 

(e.g., “exercise 3 times a week”) to higher-order, abstract aspirations tied to identity and 

long-term purpose (e.g., “become healthier”). We selected this framework for its 

developmental sensitivity and its alignment with self-regulation theory, which views goal 

pursuit as a dynamic process of monitoring, adjusting, and sustaining behavior in service 

of personally valued outcomes. By organizing goals along this abstraction continuum, we 

were able to examine how participants’ goals reflected both immediate self-management 

strategies and broader developmental aims. 

4.3 Results 

4.3.1 Description of Sample 

Seventeen AYA cancer survivors were included in this study. The majority were 

between the ages of 19 and 22 (65%), with the remainder aged 16 to 18 (35%). Most 

participants identified as male (71%), and the majority were either in or had completed 

high school at the time of study enrollment (76%). The sample included individuals 
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identifying as Black/African American (47%), White (41%), and Other or Unknown 

(12%). Two participants (12%) identified as Hispanic/Latinx. Age of onset for the 

chronic condition was most commonly reported during adolescence (70%), with fewer 

participants reporting onset during childhood (24%) or infancy/toddlerhood (6%). 

Table 5: Description of Sample N=17 

Characteristics n (%) 

Age group  

     Age 16-18 6 (35%) 

     Age 19-22 11 (65%) 

Gender  

     Male 12 (71%) 

     Female 5 (29%) 

Education level  

     Grade 9-12 13 (76%) 

     Associate Degree Program 1 (6%) 

     Bachelor’s Degree Program 1 (6%) 

     Other  2 (12%) 

Ethnicity  

     Not Hispanic/Latinx 15 (88%) 

     Hispanic/Latinx 2 (12%) 

Race   

      Black/African American 8 (47%) 

     White 7 (41%) 

     Other 1 (6%) 

     Unknown 1 (6%) 

Age of onset of chronic condition  

     Infant/toddler 1 (6%) 

     Early childhood: 2 to 5 years 2 (12%) 

     Childhood: 6-9 years 2 (12%) 

     Adolescence: 10-17 years 12 (70%) 

 



 

 67 

4.3.2 Goals: Taxonomies and Abstraction Level 

Participants articulated a diverse array of personal goals during the peer coaching 

intervention, spanning multiple life domains and levels of abstraction (Table 6). Across 

the sample (N=17), goals were categorized into eight key taxonomies: health, 

academic/occupational, personal growth, emotional health, interpersonal, independence, 

contribution, and environment. This taxonomy reflects both normative developmental 

priorities and adaptations specific to cancer survivorship. 

Within each domain, participants expressed higher-order goals or broad 

aspirations tied to identity, autonomy, and future orientation, alongside lower-order 

strategies that reflected concrete, actionable steps. For example, one participant 

articulated a higher-order goal of “becoming financially stable,” which was supported by 

lower-order strategies such as budgeting, increasing work hours, and cooking at home. 

Another participant aimed to “communicate more freely with healthcare providers,” and 

developed specific behaviors such as preparing questions and attending appointments 

independently. 

This hierarchical structure, informed by Carver and Scheier’s (2001) model of 

goal abstraction, enabled us to examine how participants linked immediate actions to 

broader developmental aims. Table 6 illustrates the distribution of goals across 

taxonomies and abstraction levels, highlighting the depth and diversity of goal content. 

Notably, participants often moved fluidly between abstraction levels, using coaching 

sessions to refine their strategies, clarify aspirations, and connect their daily behaviors to 

long-term values. 
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Table 6: Goals Across Taxonomies and Abstraction Levels 

GOAL 
TAXONOMY 

HIGHER-ORDER GOALS 
(# OF PARTICIPANTS) 

LOWER-ORDER GOALS 

HEALTH To have energy (1) 
 

 
To improve eating habits (2) 

 
 
 
 

Reduce headaches (1) 
 
 
 

To exercise regularly (4) 
 
 

 
Lose weight and become 
healthier (1) 

Eat breakfast daily; going grocery 
shopping; meal planning 

 
To reduce fast food consumption; learn 
how to cook; try different recipes & watch 
others cook; practice intentional and 
conscious eating strategies 

 
Practice stress reduction activities like 
relaxation & listening to music 

 
 

Build a schedule for exercising; use an 
accountability partner; to run 3 times a 
week 

 
Follow a work out and eating routine; have 
a workout partner, track progress; meal 
plan with family; set alarms for eating 
times and exercise times 

ACADEMIC/ 
OCCUPATIONAL 

Go to business school (1) 
 

To pass class/graduate (4) 
 
 
 
 
 

 
To open own business/be an 
entrepreneur (2) 

 
 
Own a rental property (1) 

 
 

Become an oncologist (1) 

Complete and send in application 
 

Create study times at the library; go to 
office hours; spend 30 minutes a day 
studying; turn work in on time, make a 
study playlist; make the bus; set her own 
deadlines; lay out clothes for the next day 

 
 
Make a budget; buy own equipment; make 
business cards 

 
 
Listen and read about business and real 
estate; find a business mentor 

 
Have energy and optimism throughout the 
day 

PERSONAL 
GROWTH 

To have an optimistic attitude 
(1) 

 
 

To be a better leader (1) 
 
 

 
To be self-aware of work tasks 
and productivity (1) 

 

Ensure she has done everything to have the 
energy to be optimistic 

 
 
Work on approachability and 
communication with team by use of praise 
comments 

 
To pay attention to times when he is the 
most productive and creative 
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To manage time better (4) Limit phone use; build a routine; break 
study time up in chunks; have an 
accountability partner; set alarms; change 
notification setting on phone; set deadlines 
for certain school goals; stop drinking 
coffee at night; setting own bedtime; 
responding and deleting emails 

EMOTIONAL 
HEALTH 

To develop and practice 
coping/reflection/processing 
skills for stress (3) 

Spend time journaling; spend time 
listening to music and writing 

INTERPERSONAL To communicate with others and 
avoid internalizing things (1) 

 
To be able to communicate more 
freely with healthcare providers 
(1) 

 
 

To work on expanding his 
community (1) 

 
 

 
To communicate with job 
supervisor (1) 

Practicing talking with family and friends 
about her feelings 

 
Preparing questions; scheduling and 
keeping track of appointments; asking his 
grandparents not to go with him 

 
 
Reaching out to others via different 
platforms, following up; and inviting 
others to go out 

 
 
To make a plan and practice speaking with 
supervisor about time off 

INDEPENDENCE To have financial stability (4) 
 
 
 
 

 
Get a job (1) 

 
To be able to drive (1) 

To pay off credit cards; make a budget; 
save money; learn about financial 
strategies; eat and cook at home; increase 
income; learn about investing; increase 
work hours 

 
Apply to 3 jobs a day 

 
Ask parent to take them to get permit 

CONTRIBUTION To contribute to parents (2) To pay certain bills at parents’ house; to 
help her mom around the house with 
chores 

ENVIRONMENT Keep a clean room/space (1) Clean room at the end of each week 

 

4.3.3 Process of Goal Pursuit: 3 Case Studies 

The process of goal pursuit was explored through in-depth, longitudinal analysis 

of coaching transcripts, with the search for patterns in how participants selected, refined, 

and adapted goals over time. The structured context of peer coaching was organized 

around rapport-building, goal-setting, and maintenance phases, and provided a consistent 



 

 70 

space in which participants could reflect on priorities, experiment with strategies, and 

respond to changing life circumstances. Three cases are presented here with pseudonyms 

used to protect the anonymity of the AYA. The overarching objective of this case 

analysis (Stake, 1995) was to profile the goal work engagement of each case to follow 

case vignettes, explore and illustrate these processes in depth, highlighting how patterns 

in how participants navigated case-specific personal aspirations, emotional challenges, 

and evolving identities within the flexible support structure of the peer coaching 

intervention. Critical case sampling (Patton, 1990) was used to select 3 cases. Critical 

case sampling is a purposeful sampling technique that involves selecting cases with the 

highest potential to illustrate a unique unfolding of the study phenomenon.  

4.3.3.1 Case 1: Tina-Illustrating the Absence of Structured Goal Pursuit 

Tina (age 19) participated in 12 coaching sessions during the intervention. 

Importantly, Tina did not articulate one formal goal, but focused on aspirations reflecting 

her desire for autonomy, relational understanding, and financial stability. Her hopes 

included improving communication with her partner, moving into her own apartment, 

managing her diabetes, and “making up for lost time” after treatment. She envisioned 

herself as successful and self-sufficient, no longer living paycheck to paycheck, but 

thriving as an entrepreneur who could afford her own space. 

Through peer coaching, Tina began to reflect on her values and articulate goals 

that felt important, even if she was not yet ready to pursue them. She discussed 

budgeting, seeking new employment, and navigating relationship challenges. Her journey 

was marked by significant adversity, including a traumatic workplace assault, legal 

proceedings, and the death of her grandmother, with whom she lived and who had been a 
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key source of support. This loss ultimately led to her withdrawal from coaching after 12 

sessions. 

Tina’s case illustrates the developmental complexity of goal pursuit in cancer 

survivorship. Her goals, though informally expressed and not actively pursued, mapped a 

trajectory shaped by both hope and hardship. Her case underscores the importance of 

flexible, relational support that honors the evolving nature of young adult goal setting, 

even in the absence of formal goal engagement. 

4.3.3.2 Case 2: Justin-Experimenting Towards Independence and Identity 

Justin (age 18) participated in 25 coaching sessions, beginning during the 

COVID-19 pandemic and continuing through his transition from high school to college. 

Early in coaching, Justin described feeling developmentally behind his peers, referencing 

time spent in the hospital and the sense that others had moved forward while he remained 

stuck. As he put it, “When I look at an adult, I see some mystic person that has gotten 

from point A to point B who is fully mature… And those are all the things I kind of want 

to aspire to be… it seems like a lot of my peers matured and I feel like I was left behind.” 

This reflection shaped his early goal work, which focused on time management, 

academic structure, and reducing phone overuse. He experimented with timers, 

schedules, and productivity tracking to support schoolwork and college applications, 

gradually shifting toward more intentional offline activities like reading and spending 

time with others. 

As coaching progressed, Justin added goals related to responsiveness and 

presence, including managing email clutter and improving his communication habits. 
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Midway through his coaching trajectory, he began focusing on physical wellness, using 

his brother as an accountability partner to support regular exercise. During this period, 

Justin graduated from high school, searched for summer jobs, and prepared for college, 

setting goals centered on daily routines, sleep hygiene, and digital organization. 

Toward the end of coaching, Justin transitioned into his first semester of college. 

He began experimenting with journaling practices and continued to regulate his phone 

use and strategies to boost academic productivity. His long-term aspirations included 

academic success, career exploration (e.g., forensic science, exercise science, music), and 

making his parents proud. He also expressed interest in living a minimalist lifestyle and 

described a desire to “give more than he takes.” Justin’s case illustrates a layered 

developmental trajectory shaped by reflection, experimentation, and a growing sense of 

independence. Figure 5 illustrates Justin’s multiple goals that span domains and 

abstraction levels. 

 

 

 

 

 

 

 

 



  

i

v 

 

Figure 5: Justin’s Goal Journey 
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4.3.3.3 Case 3: Sara-Scaffolding Everyday Intentions to Support Long-term Purpose 

Figure 6 illustrates Sara’s Goal Journey. Sara (age 18) participated in 23 coaching 

sessions, beginning with a clear long-term aspiration: to become a physician specializing 

in pediatric oncology. Early in the program, she identified the importance of sustaining 

energy and maintaining an optimistic attitude throughout the day, habits she viewed as 

foundational to her future career. Her first coaching goal focused on eating breakfast, a 

routine she struggled with but recognized as essential to her daily functioning including 

the ability to have sustained energy and to be optimistic throughout her day. 

To support this goal, Sara used a food log to track her breakfast habits and reflect 

on how they affected her energy and mood. She created a grocery list of preferred 

breakfast items and established a shopping routine to ensure consistent access to food. 

Over time, this goal expanded to include eating lunch and maintaining balanced nutrition 

throughout the day. Sara experimented with using an accountability partner to support her 

eating goals and adapted her strategies during schedule changes, such as holiday breaks. 

Sara also worked on what she described as “emotional coping” strategies, setting 

goals to engage in relaxation activities both routinely and during moments of stress. 

These included listening to music, writing, and reading before bed, supported by alarm 

reminders. As coaching progressed, she expanded these strategies to include daytime use, 

particularly during stressful moments, and added restorative activities like exercising and 

spending time in nature. 

Throughout coaching, Sara navigated multiple life transitions: graduating high 

school, moving, applying to college, and shifting between jobs. She also experienced 
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ongoing health challenges, including frequent medical appointments and hospital 

admissions. In response, she modified her goals to accommodate her physical needs, for 

example, adjusting her exercise routine when she wasn’t feeling well. 

Sara’s coaching journey reflected a thoughtful balance of behavioral and 

emotional goals, with consistent adaptations in response to changing circumstances. Her 

case illustrates a strong sense of purpose, a willingness to experiment with strategies, and 

a growing capacity to care for herself while pursuing long-term aspirations. 
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Figure 6: Sara’s Goal Journey
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4.4 Discussion 

This study offers insight into how AYA cancer survivors engaged in goal pursuit 

within a structured peer coaching intervention. Guided by Positive Youth Development 

(PYD) principles, the coaching model supported participants in articulating and refining 

personal goals over time, linking everyday actions to broader developmental aspirations. 

The findings illuminate how peer support can function as a scaffold for various goal 

taxonomies, with specific actions linked to broader identity in survivorship.  

The goal taxonomy findings indicate that AYA cancer survivors selected goals 

across diverse domains, including health, academics, personal growth, and relationships. 

These goals reflected both normative developmental priorities and survivorship-specific 

needs. Participants paired these domain-specific aims with strategies at varying levels of 

abstraction. Many linked concrete actions, like budgeting, meal planning, or limiting 

phone use, to broader aspirations such as independence, optimism, and contribution. This 

layered structure aligns with Carver and Scheier’s (2001) model of goal abstraction and 

highlights how AYAs use everyday behaviors to pursue identity-linked aims. As Nurmi 

(2004) emphasizes, context shaped goal selection and refinement, with participants 

adapting goals in response to life transitions, emotional challenges, and shifting routines. 

Participants’ coaching journeys revealed goal pursuit as an iterative, relational 

process shaped by reflection, experimentation, and adaptation. Rather than following a 

linear path, participants adjusted goals in response to shifting life demands, such as 

school transitions, health setbacks, or emotional stress. Coaching provided a consistent 

relational space for this work, supporting both strategic problem-solving and identity 
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exploration. Across cases, participants cycled between engagement and disengagement, 

illustrating the importance of flexible support. As prior research suggests, AYAs may 

benefit from interventions that support goal adjustment in response to barriers (Schwartz 

et al., 2017; von Blanckenburg et al., 2014), and peer-driven formats may offer a 

developmentally appropriate vessel for this support. Importantly, most goal work 

centered not on managing cancer survivorship directly, but on personal, emotional, and 

vocational domains, highlighting the developmental priorities that often take precedence 

for AYAs. These findings suggest that self-management interventions for AYAs with 

COCC must begin by meeting young people where they are, centering their lived 

priorities rather than narrowly emphasizing condition management. 

4.4.1 Limitations 

This study was an exploration of the goal work of a sample of 17 AYA cancer 

survivors and an in-depth profiling of 3 cases. The exploratory design prioritized 

conceptual development over population-level inference, and the sample size enabled an 

in-depth exploration of participant experiences, which may illuminate mechanisms or 

patterns that are not easily captured with a larger sample size. While statistical 

generalizability is limited, the richness of the data enhances theoretical transferability to 

cases with shared key characteristics of AYA cancer survivors. Importantly, the sample 

may not represent the full diversity of AYA cancer survivors. 

While the coaching model was structured, the depth and content of engagement 

varied across participants. Longitudinal studies examining sustained goal pursuit and 
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developmental outcomes beyond the intervention period would further strengthen the 

evidence base for peer-driven models of survivorship support. 

This study contributes to the growing literature on peer support interventions by 

showing how peer coaching can facilitate layered, developmentally meaningful goal 

pursuit among AYA cancer survivors. By embedding coaching in participants’ everyday 

lives over a full year, the intervention captured goal navigation as a lived, adaptive 

process. Flexible pacing, relational consistency, and participant-led goal setting supported 

both health strategies and identity-linked growth. 

While some programs have focused on building goal-related skills among AYAs 

with cancer (Rosenberg et al., 2018), this study highlights the added value of peer-driven 

formats that center shared experience and developmental wellness. Peer coaching may 

offer a low-intensity, high-impact approach for AYAs navigating disrupted 

developmental trajectories. Programs should allow for longitudinal engagement, flexible 

goal formats, and coach training in abstraction-level shifts and adaptive strategies. 

Supporting identity-linked aspirations alongside health goals may strengthen both 

personal growth and long-term outcomes. 
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5. Exploring Peer Support Style and Type in a Self-
Management Intervention for Adolescent and Young Adult 
Cancer Survivors 

5.1 Introduction 

Adolescent and young adult cancer survivors (AYA CS) often experience a 

critical gap in survivorship care, one that can disrupt developmental milestones and 

compromise long-term health and wellness outcomes (Berkman et al., 2024). Defined by 

the National Cancer Institute as individuals between 15-39 years of age (NCI, 2025), 

AYA CS are an understudied population who, when faced with cancer and its treatment, 

experience unique challenges (Adams et al., 2020; Zhang et al., 2021) that alter 

developmental processes and skills essential for positive youth development, and the 

promotion of healthy lifestyles. Approximately 1 in 530 young adults between 20 and 39 

years of age are survivors of childhood cancer (American Cancer Society, 2024), and 2 

out of every 3 childhood cancer survivors will face at least one late-onset therapy-related 

complication (Hudson et al., 2021). Thus, in addition to promoting routine primary 

preventive care, health supervision, and anticipatory guidance, research is needed on how 

to support the development of the healthy lifestyle needs of AYA CS.  

A positive youth development (PYD) framework prioritizes the developmental 

needs of AYA CS in supporting survivorship outcomes. The development of increasing 

autonomy is key to forming an identity as an AYA (Docherty et al., 2015) and is needed 

to make decisions about career and education, develop relationships with friends and 

romantic partners, and take on more responsibility for health supervision and 

survivorship care (Smits-Seeman et al., 2017). Developing the capacity for self-
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management, the process of living with and managing overall health and wellness 

(Barlow et al., 2002; Grady & Gough, 2014; Modi et al., 2012), is critical for AYA CS 

and requires learning health behaviors including symptom management, health care 

utilization, engagement in primary care and survivorship care (Le Marne et al., 2018). 

Recent research reports suboptimal outcomes of AYA cancer survivorship care, including 

cancer-related follow-up (Ford et al., 2020), employment (Di Giuseppe et al., 2023), 

anxiety, depression, and symptom burden (Siembida et al., 2021). To impact these 

outcomes and develop more autonomous self-management skill, interventions are needed 

that are developmentally tailored to the AYA’s preferences for identity and self-focus at 

the same time as promoting health-related needs of survivorship care.  

Peer support has been an effective approach for improving behavioral outcomes 

since the 1800’s (Norton, 2023). Since then, it has been formalized into interventions for 

a range of conditions, including severe mental illness, diabetes, and asthma (Tang et al., 

2013). Peer support interventions have expanded to include prevention measures and 

chronic disease management through engaging the function of shared experiential 

knowledge attained through lived experience (Fisher et al., 2023). For AYAs, this 

intervention is developmentally powerful for activating survivorship self-management, 

given the importance of peer relationships. Studies support the AYA CS desire to be 

connected and gain social support from fellow AYA cancer survivors (Nass et al., 2015; 

Pflugeisen et al., 2019; Zebrack et al., 2006).  

While peer support is known to promote self-management (Stenberg et al., 2022), 

the specific mechanism and processes in which it works are unknown and yet critical to 



 

  82 

 

developing the skills and ongoing engagement capacity in AYA CS. Understanding how 

peer support works, particularly the style and type of support delivered, can inform the 

design, delivery and engagement of tailored peer support interventions. The style of peer 

support can vary, specifically directive versus non-directive approaches (Evans & Fisher, 

2022). While both styles may be helpful in different contexts and from different sources, 

directive support prescribes correct choices and feelings and takes over responsibility for 

tasks and outcomes, while nondirective support engages the individual's feelings and 

choices and encourages responsibility. Nondirective support has been associated with 

improved health behaviors, better disease management, and positive coping (Stewart et 

al., 2012). For example, nondirective support provided by peers was associated with 

lower depressive symptoms in adults with diabetes, while directive support was 

associated with higher depressive symptoms (Kowitt et al., 2017). However, directive 

support is beneficial in contexts in which the individual lacks the necessary skills or 

capacity to handle a challenge (Gabriele et al., 2011).  

In addition to support style, peer support can vary in type. The type of support can 

be described by categorizing the content that is offered, such as emotional, informational, 

instrumental, and appraisal (Hoagwood et al., 2010; Langford et al., 1997). Emotional 

support content involves communication supporting the individuals’ feelings and 

promotes connection; informational support includes communication providing material 

knowledge; instrumental support includes communication providing concrete help or 

services; and appraisal support is communication helping individuals evaluate their own 

progress. Examining both the style and type of peer support offers a more nuanced 
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understanding of how coaching interactions may activate developmental processes and 

promote self-management in AYA cancer survivors.  

The overall purpose of this study was to explore the style and type of support 

provided by young adult peer coaches during a 12-month telephone-based peer coaching 

intervention designed for improving transition readiness and self-management among 

AYAs with childhood-onset chronic conditions. Using data from the Peer i-Coaching for 

Activated Self-management Optimization (PiCASO) clinical trial, we explored peer 

coaching support style and type received by AYA CS during the trial’s coaching sessions. 

This analysis of a subsample of cancer aimed to use qualitative methods to categorize and 

then quantify the coaching session content by style (directive or nondirective), and type 

(emotional, instrumental, informational, and appraisal) of support provided by the peer 

coaches to 15 AYA CS during the early and later stages of the 12-month peer support 

intervention. Using a mixed method, we also examined the relationship between clinical 

outcomes (self-management and mental health-related quality of life) with the percent of 

each coaching session content attributed to each style and type of support for the 15 AYA 

CS. 

5.2 Methods 

5.2.1 Study Design 

This study used a mixed-methods design to examine the style and type of support 

provided by young adult peer coaches to AYA CS during a 12-month telephone-based 

peer coaching intervention. Data were drawn from the PiCASO randomized controlled 

trial (R01 NR018379-01), which tested a peer support intervention aimed at improving 
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transition readiness and self-management among AYAs with nine different childhood-

onset chronic conditions (COCC). The present analysis focuses on a subsample of 15 

AYA CS who were randomly assigned to the intervention arm and completed both 

baseline and final assessments. 

To address the first aim of categorizing and quantifying support type and style, we 

conducted a qualitative content analysis of peer coaching session transcripts using a 

hybrid coding strategy. A deductive framework was applied to categorize each segment 

of call content by support style (directive, nondirective), and support type (emotional, 

instrumental, informational, appraisal) based on intervention training materials and prior 

literature. In parallel, inductive coding was used to refine definitions, capture nuanced 

expressions of support, and identify emergent patterns within the narrative data. 

Each transcript was coded for the percentage of content attributed to each type 

and style of support. To explore variation in coaching session delivery over time, two 

coaching sessions per participant were purposively sampled: one Early Session (shortly 

after completion of the Personal Health Assessment) and one Late Session (within the 

final two sessions of the intervention). This sampling strategy ensured examination of 

peer support delivery at distinct stages of the coaching relationship. 

To address the second aim, we used a mixed-methods approach to explore the 

relationship between peer support content and clinical outcomes. Specifically, we 

examined self-management and mental health-related quality of life (QoL) at two time 

points: baseline (prior to randomization/month 0) and final assessment (12 months). We 
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assessed the association between the support style and type and the outcomes at the two 

time points. 

5.2.2 Peer Coaching Intervention 

The PiCASO trial participants were randomized participants in a 2:1 ratio to 

intervention and attention control arms. The intervention arm received a structured peer 

coaching program designed to promote self-management and psychosocial well-being. 

The attention control arm received standard educational materials on self-management 

for chronic conditions and routine telephone check ins around receipt of the materials. 

Peer coaches who delivered the intervention were young adults with lived experience of 

the same set of childhood onset chronic conditions who had successfully navigated their 

own health transitions. Coaches were carefully selected and underwent a comprehensive 

training process prior to working with participants. Training included approximately 50 

hours of instruction covering motivational interviewing techniques, active listening, 

collaborative goal setting, and the use of the Specific, Measurable, Achievable, Relevant, 

and Timely (SMART) goal framework for action planning. Coaches demonstrated 

competency through observed practice sessions and received ongoing supervision, 

consisting of weekly individual meetings and biweekly group supervision led by a 

licensed mental health professional. 

Peer coaching was delivered remotely via scheduled telephone calls, 

supplemented by secure text messaging as needed. Coaching sessions typically lasted 30–

45 minutes and occurred once a week for the first three months, followed by once a week 
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to twice a month for the next three months, followed by monthly coaching sessions for 

the final six months of the study.  

The coaching model followed a structured but flexible framework. Early sessions 

emphasized relationship-building and exploration of participant values and needs, 

including completion of a structured Personal Health Assessment (PHA). The PHA 

involved multiple coaching sessions in which participants reflected on their current and 

future hopes and self-rated across various domains of health and wellness. Once the PHA 

was complete, subsequent coaching sessions focused on collaborative goal setting, 

problem-solving, and action planning, with coaches supporting participants in identifying 

and pursuing personally meaningful goals.   

5.2.3 Participants 

Participants from the parent study included AYAs with at least one of nine COCC. 

Inclusion criteria in the parent study included 1) age between 16 to 22 years of age; 2) 

diagnosis a COCC from the following categories: 

A.  Conditions requiring frequent hospital-based treatment: sickle cell disease, chronic 

kidney disease, systemic lupus erythematous 

B.  Conditions involving daily management tasks and episodic flares: type 1 diabetes, 

inflammatory bowel disease, cystic fibrosis 

 C. Survivorship conditions involving prior intensive treatment and ongoing self-

management needs: stem cell transplantation, organ transplantation, childhood cancer 

survivor 
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Additional inclusion criteria included the ability to read and speak English and access to 

the internet via computer or smart phone. Exclusion criteria were: 1) diagnosed with a 

cognitive dysfunction and 2) need for an English translator.  

Participants were recruited from a large university affiliated health system in the 

southeast United States, spanning pediatric and adult services. Recruitment took place 

during in-person clinic visits and telephone outreach. A computerized stratified 

randomization scheme (stratified by condition category) was applied for a 2:1 

intervention ratio. A total of 222 participants enrolled with 147 assigned to the coaching 

group, and 75 were assigned to the control group.  

This analysis focused on a subsample of 15 AYA CS who met the following 

additional criteria: (1) documented history of cancer diagnosis, (2) randomization to the 

peer coaching intervention; and (3) completion of the PHA followed by participation in 

four or more coaching sessions post-PHA.  

5.2.4 Measures 

5.2.4.1 Qualitative Data 

The audio-recorded discussions between the AYA and peer coach were 

transcribed, and this dyadic narrative data was analyzed using a qualitative content 

analysis technique. Due to feasibility constraints associated with the large volume of 

recorded sessions in this sample (329 total coaching sessions), two coaching sessions per 

participant were purposively sampled for analysis. To capture variation in the timing and 

nature of the coaching support, one session was purposively sampled from the early 

phase of coaching and one from the later phase. The first, referred to as the Early Session, 
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occurred shortly after completion of the PHA (which varied in call number), during 

which the coaching focus shifted toward goal-setting and action planning. The second, 

referred to as the Late Session, was selected from one to two sessions prior to the 

participant’s final coaching session, to reflect the content and support provided near the 

end of the intervention. On average, Early Sessions occurred around peer coaching 

session 8 (range: 5–12), this was approximately 2 months since starting the start of the 

intervention. Late Sessions occurred around peer coaching session 24 (range: 11–29), this 

was approximately month 11 of the 12-month intervention. This sampling strategy 

enabled examination of peer support style and type at two distinct points during the 

intervention. 

5.2.4.2 Quantitative Data 

Sample demographic and clinical characteristics of the AYA sample were 

collected prior to randomization to the peer coaching intervention (baseline). Sample 

characteristics of the coaches were obtained at the start of their employment as coaches in 

the study. Quantitative measures of self-management and mental health QoL outcomes 

were collected at five time points across the 12-month intervention (baseline, 3, 6, 9, and 

12 months). For this analysis, only baseline (month 0) and final (month 12) outcome 

assessments were used, as these were the closest to the two coaching sessions selected for 

coding.  

5.2.4.3 Quantitative Clinical Outcomes 

Self-Management. Self-management was measured utilizing the Partners in 

Health (PIH) questionnaire, a 12- item scale that is used to assess self-management in 

those with chronic conditions (Battersby et al., 2003). The PIH is a self-report tool that 
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uses a 9-point Likert style scale from 0 (all/never) to 8 (always/very well). The PIH self-

management score is calculated as the mean of the 12 items, with higher scores indicating 

better self-management, scores could range from 0 to 8. The instrument has excellent 

internal consistency (Cronbach’s alpha coefficient of 0.82) and construct validity in 

adults with chronic conditions (Petkov et al., 2010). Internal consistency was not 

analyzed in this study due to a small sample size. 

Mental Health Related QoL. Mental health QoL was measured using the SF-12 

Mental Component Summary (MCS) T-score. The SF-12 is a validated instrument that 

captures eight domains of functioning: physical functioning, role limitations due to 

physical health, bodily pain, general health perceptions, vitality, social functioning, role 

limitations due to emotional problems, and mental health (Ware et al., 1996). The MCS is 

derived primarily from the mental health, role limitations due to emotional problems, 

social functioning, and vitality domains, which are assessed through Likert-style and 

yes/no response formats. MCS scores are calculated using a standardized algorithm and 

reported as norm-based T-scores (mean = 50, SD = 10, possible range = 0 to 100)), 

allowing interpretation relative to the U.S. general population. Lower MCS scores 

indicate poorer mental health related quality of life. The SF-12 Mental Component 

Summary (MCS) score demonstrates strong internal consistency (Cronbach’s alpha 

coefficient of 0.86) with established construct and criterion validity across general and 

clinical populations (Huo et al., 2018; Ware et al., 1996). It has been used effectively to 

assess mental health QoL in adolescents and young adults, including those with chronic 

conditions and cancer survivorship (Fong et al., 2010; George et al., 2024; Lin et al., 

2020). Internal consistency was not analyzed in this study due to the small sample size.  
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5.2.5 Data Analysis 

5.2.5.1 Content Analysis of Narrative Data from Coaching Sessions 

The recorded coaching sessions were transcribed verbatim by the research team 

(RM, AZ, DF) using Microsoft transcription and coded using NVivo software (Lumivero, 

2023). Two coders (RM, TG) independently coded the Early and Late coaching session 

transcripts, with initial code book development and calibration supported by the research 

team (SD, EF, MP, GM). The codebook was developed through a hybrid approach that 

integrated both deductive and inductive code development strategies to ensure theoretical 

alignment with coaching support content of style and type categories, while allowing for 

inductive codes to come directly from the narrative data. The final codebook integrated 

both deductive and inductive codes into a cohesive structure. The team conducted 

intercoder reliability checks on a sample of transcripts, refining definitions and decision 

rules to enhance clarity and consistency. The finalized codebook included: 

• Code names and definitions 

• Decision rules for application 

• Example excerpts 

• Notes on theoretical or empirical origin (deductive vs. inductive) 

To establish consistency, the coders first worked together on a subset of 

transcripts to refine the codebook and ensure shared understanding of definitions and 

applications. Following this calibration, approximately 20% of participants’ transcripts 

were independently double-coded and then compared. Coding discrepancies were 

discussed in consensus meetings until agreement was reached, and refinements were 

made to the codebook as needed. Once reliability was established, the remaining 
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transcripts were divided and coded independently, with periodic team discussions to 

maintain consistency across the dataset. 

Call content within each selected transcript served as the primary unit of analysis 

and was operationalized across two dimensions: support type and style. These dimensions 

capture the nature of coach-participant interaction and the categories of support offered 

during peer coaching sessions.  

Support Style. Support style was coded into the two categories of peer support 

style (directive; non-directive) (Evans & Fisher, 2022; Kowitt et al., 2016). Directive 

support is communication that prescribes or distinguishes between correct and incorrect 

behaviors, choices, or feelings. For example, a coach might say, “It is good that you are 

doing that” or “You should be following these steps.” In contrast, non-directive support 

emphasizes acceptance of the participant’s own choices, feelings, and plans, and seeks to 

advance the participant’s agenda. Examples of non-directive support include open-ended 

questions, reflections, restatements, clarifications, and summaries of what the participant 

has expressed. 

Support Type. Support type was coded into four types of social support: 

emotional, instrumental, informational, and appraisal support (Hoagwood et al., 2010; 

Langford et al., 1997). A codebook was developed iteratively, incorporating definitions 

and illustrative examples for each category: 

1.  Emotional support was defined as expressions of empathy, trust, caring, or 

affirmation, including validating feelings or attaching emotional meaning to 

experiences. For example, a coach might ask about events in the participant’s life, 

inquire how something made them feel, or affirm their emotional responses. 
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2.  Instrumental support referred to the provision of concrete assistance, such as 

behavioral or material help. An example includes a coach offering to connect a 

participant with mental health services. 

3. Informational support was defined as providing new information to assist with 

problem solving or decision-making. This excluded clarifying or summarizing 

information already provided by the participant. For instance, a coach might share, “I 

know that the DMV offers books you can pick up.” 

4. Appraisal support involved communication that encouraged self-evaluation or 

reflection. For example, a coach might ask, “How do you think it’s going with your 

study plan?” 

5.2.5.2 Quantification of Call Content: Support style and type 

The categorized call content data were quantified to enhance comprehension, 

comparability, assimilation for mixed-methods integration with the quantitative outcome 

data from the trial (Namey et al., 2008; Sandelowski, 2001; van Grootel et al., 2020). Call 

content were quantified as two separate dimensions, style and type. NVivo coding queries 

were used to calculate the percentage of coded text attributed to each of 2 styles and 4 

types of support within individual call content transcripts. To account for variation in call 

length across participants, percentages were used instead of frequencies. These 

percentages represent the relative distribution of coded content within a single transcript. 

For example, a transcript coded as 65% of non-directive and 35% of directive indicates 

that 65% of all style-related coding in that call was non-directive, while 35% was 

directive.  
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5.2.5.3 Quantitative Data Analysis 

Descriptive statistics were used to detail the sample characteristics of the AYA 

CS and peer coaches, coaching session content at the Early and Late stages of the 

intervention, and clinical outcomes assessed at baseline and the final assessment. Non-

parametric Spearman correlations were conducted to explore the relationship between the 

clinical outcomes with percent of coaching session content attributed to an indicator of 

style (directive) and the four indicators of type (emotional, instrumental, informational, 

and appraisal support). Due to the small sample size of 15, the analysis focused on the 

direction and magnitude of each relationship (effect size). Data was analyzed using SAS 

Version 9.4 software (Cary, NC). 

5.3 Results 

5.3.1 AYA CS Characteristics  

The sample included 15 AYA CS (Table 7). Participants ranged from 16 to 22 

years of age, with the majority in the 19 to 22 years group (67%). Most of the participants 

were male (73%), white (47%), non-Hispanic (87%), and had completed some or 

attending high school (73%). The age of onset of a chronic condition for the majority of 

the participants was during their adolescent years (73%).  

Table 7: AYA CS Sample Characteristics (N=15) 

Characteristics n (%) 

Age group  

     Age 16-18 years 5 (33%) 

     Age 19-22 years 10 (67%) 

Gender  

     Female 4 (27%) 

     Male 11 (73%) 
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Education level  

     Grade 9-12 11 (73%) 

     Associate Degree Program 1 (7%) 

     Bachelor’s Degree Program 1 (7%) 

     Other  2 (13%) 

Ethnicity  

     Not Hispanic/Latinx 13 (87%) 

     Hispanic/Latinx 2 (13%) 

Race   

     White 7 (47%) 

     Black/African American 6 (40%) 

     Other 1 (7%) 

     Unknown 1 (7%) 

Age of onset of a chronic condition  

     Infant/toddler 1 (7%) 

     Early childhood: 2 to 5 years 2 (13%) 

     Childhood: 6-9 years 1 (7%) 

     Adolescence: 10-17 years 11 (73%) 

 

5.3.2 Peer Coach Characteristics 

Seven peer coaches delivered the intervention to the 15 AYA CS (Table 8). 

Coaches median age was 23 and ranged from 19 to 28 years. Most coaches were male 

(71%) and white (86%). All coaches had a lived experience of being a cancer survivor.  

Table 8: Coach Characteristics (n=7) 

Demographics Median  
(25th, 75th) 

Age 23 (22, 25) 

 n (%) 

Male gender 5 (71%) 

Race   

     White 6 (86%) 

      Asian 1 (14%) 



 

  95 

 

 

5.3.3 Coaching Sesssion Content: Narrative Data 

The narrative data from the transcribed coaching sessions, assessed at the Early 

and Late timepoints during the 12-month peer coaching support intervention were coded 

and categorized by peer support style and type. Support style was overwhelmingly non-

directive, as indicated by a median of 100% with regard to the percent of the session 

content determined to be non-directive at both coaching time points. Further, the 25th and 

75% percentiles also indicate that half of the early sessions had 89.3% to 100% non-

directive style and half of the late sessions had 97.4 % to 100% non-directive style. Given 

this, it is not surprising that that most of the Early and Late sessions had a low percent of 

directive content (median = 0.0%).  

The session content categorized by support type resulted in the early sessions 

having the highest median percent of content categorized as emotional support (median = 

57.8%), followed by informational (median = 29.7%), appraisal (median = 1.7%), and 

instrumental (median = 0.0%). The results indicate that the peer coaches often provided 

emotional support in early sessions, but instrumental support was rarely observed in the 

content of the coaching sessions. 

The pattern was similar for the Late sessions, with the exception that the median 

percent of the session content that was emotional support increased to 81.8% and the 

median percent of the session content that was informational decreased to 8.5%. The 

median percent of session content whereby the coach provided appraisal support (median 
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= 1.9%) and instrumental support (median = 0.0%) was similar to that observed in Early 

sessions.  

Table 9: Coaching Session Content Analysis Summary for Sample (N=15) 

 

5.3.4 AYA CS Clinical Outcomes 

Table 10 details the PIH self-management and SF-12 MCS-T mental health QoL 

outcomes from the baseline assessment prior to randomization and final assessment at the 

end of the 12-month intervention. The median PIH self-management score was 6.6 at 

baseline and 7.6 at the final assessment, with median final minus baseline difference 

score of 0.2 per person. The median MCS-T score was 47.0 at baseline and 53 at the final 

assessment, with a median difference score of 1.1 person. Higher scores for both 

measures indicated a better outcome. 

 

 

Support Style and Type Early Coaching Session 
Percent of Content 
Median (25th, 75th) 

Late Coaching Session 
Percent of Content 
Median (25th, 75th) 

Style of support   

Directive 0.0 (0.0, 10.7) 0.0 (0.0, 2.6) 

Non-directive 100.0 (89.3, 100.0) 100.0 (97.4, 100.0) 

Type of Support   

Emotional 57.8 (45.4, 70.8) 81.8 (66.0, 88.3) 

Instrumental 0.0 (0.0, 0.0) 0.0 (0.0, 0.0) 

Informational 29.7 (17.9, 40.9) 8.5 (2.6, 25.1) 

Appraisal 1.7 (0.0, 8.1) 1.9 (0.3, 8.0) 



 

  97 

 

Table 10: Clinical Outcomes at Baseline and Final Assessment 

 

5.3.5 Correlational Analysis 

Table 5 presents the Spearman correlation coefficients examining the relationship 

of clinical outcomes with coaching session content (style and type of support). The 

correlation between (a) clinical outcomes at baseline assessment and Early Session 

content and (b) clinical outcomes at the final assessment (approximately Month 12 of the 

intervention) and Late Session content. Percent of the coaching session content that 

provided non-directive, emotional, instructional, information, and appraisal support was 

used in the analyses. The correlational coefficients were the same for directive and non-

directive style of support, except the direction of the relationships was reversed. Thus, we 

present only the associations between directive style support and clinical outcomes in 

Table 11. Based on Spearman rho coefficients (rs), the following effect size criteria were 

applied: small=0.10 to 0.29; medium: 0.30 to 0.49; large=0.50-1.00 (Cohen, 2013; 

Outcome Baseline 
Median 

(25th, 75th) 

Final 
Median 

(25th, 75th) 

Final-Baseline 
Difference Median 

(25th, 75th) 

PIH Self-Management    

   N 15 14 14 

   Median 6.6 7.6 0.2 

   25th, 75th Percentile (5.6, 7.3) (6.7, 7.8) (0.1, 0.7) 

MCS-T Mental Health 
QoL 

   

   N 15 14 14 

   Median 47.0 53.0 1.1 

   25th, 75th Percentile (38.8, 56.5) (50.4, 59.4) (-3.3, 6.2) 
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Hemphill, 2003). Relationships with medium to large effect sizes (rs > 0.30) were 

considered clinically significant and are described below.  

Greater self-management at the final assessment at the end of the intervention was 

associated with higher percentages of directive content during Late Sessions (+0.38). 

Greater self-management at baseline was also associated with higher percentages of 

appraisal support content (+0.42) as well as lower percentages of emotional support 

content (-0.31) and information support content (-0.35) during Early Sessions. Greater 

self-management at the final assessment was also associated with higher percentages of 

appraisal support content (+0.66) and lower percentages of information support content (-

0.36) during Late Sessions. 

Mental health QoL was not associated with directive style content. Greater mental 

health QoL at baseline was associated with higher percentages of emotional support 

content (+0.31) along with lower percentages of instrumental support content (-0.31) and 

appraisal support content (-0.50) during Early Sessions. Greater mental health QoL at the 

final assessment was not associated with percentages content of any of the support type 

indicators during Late Sessions.  

Table 11: Spearman Correlations: Association of Clinical Outcomes with Session Support 
Content 

Session Support Content 
(Percent of call content) 

Early Coaching Session 
Spearman rho (rs) 

Late Coaching Session 
Spearman rho (rs) 

Directive support style   
     Baseline PIH self-management  +0.16  
     Baseline MCS-T mental health QoL -0.19  
     Final PIH self-management  +0.38 
     Final MCS mental health QoL  +0.24 
Emotional support type   
     Baseline PIH self-management  -0.31  
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     Baseline MCS-T mental health QoL +0.31  
     Final PIH self-management  -0.24 
     Final MCS mental health QoL  -0.18 
Instrumental support type   
     Baseline PIH self-management  -0.29  
     Baseline MCS-T mental health QoL -0.31  
     Final PIH self-management  -0.17 
     Final MCS mental health QoL  -0.01 
Informational support type   
     Baseline PIH self-management  -0.35  
     Baseline MCS-T mental health QoL +0.14  
     Final PIH self-management  -0.36 
     Final MCS mental health QoL  -0.22 
Appraisal support type   
     Baseline PIH self-management  +0.42  
     Baseline MCS-T mental health QoL -0.50  
     Final PIH self-management  +0.66 
     Final MCS mental health QoL  +0.45 

Bold indicates medium to large effect sizes: Medium effect = Spearman rho of 0.30-0.49,  
large effect = Spearman rho of 0.50 to 1.00; PIH: Higher scores indicated better self-management;  
MCS scores indicate better mental health quality of life (QoL) 
 

5.4 Discussion 

This mixed-methods analysis used qualitative (narrative data from coaching 

sessions) and quantitative data (clinical outcomes) integration techniques revealed that 

peer coaches predominantly employed a nondirective style throughout both Early and 

Late coaching sessions. Emotional support comprised most of the Early Session content 

(median 57.8%), and it further increased in Late Sessions (median 81.8%), while 

informational support decreased from 29.7% to 8.5%. Appraisal support remained low 

but consistent (early median 1.7%; late median 1.9% of the call content), and 

instrumental support was seldom observed. The use of a more emotional type of support 
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reflects the developmental appropriateness of affirming, autonomy-supportive 

interactions for AYAs. Yet, the presence of directive style, informational, instrumental, 

and appraisal type of support underscores that these types and styles also play meaningful 

and complementary roles. This pattern aligns with prior findings indicating that peer 

support typically encompasses a range of support types, with emotional and informational 

support being most prevalent and instrumental support less frequently observed 

(Goldsamt et al., 2024). Additionally, earlier research suggests that emotional support 

tends to increase over time as peer relationships deepen (Kowitt et al., 2015). Together, 

these findings reinforce the value of a flexible, developmentally responsive approach to 

peer support that can adapt to the evolving needs and contexts of AYA CS. 

The correlational findings indicated that higher percentages of directive and 

appraisal support were associated with greater self-management at final assessments, 

whereas emotional and informational support showed inverse or nonsignificant 

relationships with self-management and mental health quality of life (QoL). Although 

directive support was infrequently employed, its increase in later coaching sessions was 

associated with higher self-management scores at 12 months. This pattern may reflect a 

developmental shift: as peer relationships solidify and participants gain confidence in 

goal-setting, directive style input may become more appropriate or effective. Coaches 

may have offered more prescriptive guidance once participants demonstrated readiness to 

act on specific goals, suggesting that directive support could play a targeted role in AYA 

survivorship contexts. This aligns with prior research suggesting that directive support 

may be beneficial when individuals have established a desire to change but lack the 

experience or skills to navigate some challenges independently (Gabriele et al., 2011) and 



 

  101 

 

that directive style may require nuanced adjustment according to the individuals’ 

circumstance (Kowitt et al. 2016). Several variables including timing and phase of 

behavior change appear to be critical factors in understanding directive support’s utility. 

Greater appraisal support type was consistently associated with better self-

management at both coaching sessions and with improved mental health QoL at month 

12. This form of support, characterized by the coach prompting the participants to reflect 

on their own progress, choices, and goals, may foster introspection and self-evaluation, 

processes. The ability to engage in reflective dialogue about one’s goals may signal 

developmental maturity and a shift toward autonomous self-regulation. Interestingly, 

lower levels of appraisal support during the early call were associated with better baseline 

mental health QoL. This pattern may suggest that participants with stronger initial mental 

health were already engaging in reflective processes independently and therefore required 

less prompting from coaches. Alternatively, it may indicate that appraisal support is most 

beneficial when introduced later in the intervention, once trust is established and 

participants are ready to engage in deeper self-evaluation. In this context, timing may be 

an important factor in how appraisal support functions.  

AYAs with greater self-management scores (baseline and month 12) received less 

informational support in both coaching sessions, suggesting that those who were already 

managing well required less guidance. Similarly, less emotional support during Early 

Sessions was associated with better self-management at baseline, suggesting that AYAs 

who entered the intervention with high self-management skills may have required less 

supportive emotional presence from their coach to achieve their goals. Together, these 
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patterns may reflect a broader trend: participants with higher self-management may have 

required less overall support from coaches. 

Finally, higher emotional and lower instrumental and appraisal support was 

associated with better mental health QoL. This pattern may reflect differences in how 

coaches responded to perceived AYA needs. It is possible that AYAs with lower mental 

health QoL were offered more task-oriented or evaluative support, while those with 

stronger baseline mental health QoL received more affirming, emotionally attuned 

engagement. Further exploration is needed to understand how coaches calibrated support 

in response to participants. 

In summary, the overwhelming nondirective approach aligns with peer-support 

frameworks that emphasize autonomy and empathic listening as foundations for trust and 

rapport. Increasing emotional support over time likely reflects deepening coach AYA 

relationships, consistent with theories of relational continuity in chronic-care transitions. 

The decline in informational support suggests that as AYAs become more activated, they 

rely less on didactic guidance and more on affective encouragement. Associations 

between appraisal support and self-management underscore its role in enhancing self-

efficacy, known as a key concept in Social Cognitive Theory (Bandura, 1989). The link 

between directive content and self-management in late sessions suggests that strategic 

guidance can scaffold behavior change once a trusting relationship is established. 

5.4.1 Strengths and Limiations 

A key strength of this study is the idiographic, mixed-methods analysis linking 

coded coaching session content to measurable clinical outcomes, offering actionable 

insights for peer coaching design. Focusing on a cancer survivor subsample allowed for 
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depth in understanding condition-specific transition needs, though the small sample 

(n=15) and single-site nature limit generalizability. The reliance on transcript coding 

introduces potential subjectivity despite rigorous coder training, and the correlational 

design precludes causal inferences. Future studies should incorporate larger, more diverse 

cohorts and objective behavioral metrics to validate and extend these findings. 

The tailored and pragmatic nature of the intervention introduced multiple sources 

of variability that may influence interpretation. Differences in peer coach style, 

participant age, and developmental maturity likely shaped both the delivery and reception 

of support. Because coaching was individualized and responsive to AYA discussion, the 

styles and types of support offered were not standardized across participants, which 

complicates direct comparisons. Moreover, portions of the intervention occurred during 

the COVID-19 pandemic, a period marked by heightened stress, disruption, and social 

isolation. These contextual factors may have influenced participants’ needs and coaches’ 

responses in ways that are difficult to disentangle. 

Interpretation of infrequently used support styles and types, such as directive and 

instrumental support, requires caution. Their limited presence may reflect not only coach 

preference but also situational relevance; for example, instrumental support may have 

been offered only when participants faced specific logistical barriers. These patterns 

suggest that certain forms of support may be highly context-dependent, emerging in 

response to particular life circumstances rather than as consistent features of coaching. 

Timing also plays a critical role in interpreting coaching session content and its 

associations with outcomes. The Early Sessions were matched with baseline assessments, 
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although these self-report assessments were always completed prior to the early coaching 

session. Similarly, the Late coaching session occurred before the 12-month assessment. 

This sequencing means that session content does not perfectly align to the timing of self-

management and mental health QoL self-report assessments.  

Finally, the alignment between what participants need and what coaches provide 

may not be precise. Coaches may respond based on perceived needs, training, or 

relational dynamics, which may or may not match participants’ needs. This potential 

mismatch underscores the importance of considering both the participant and coach voice 

when interpreting support patterns. 

5.4.2 Implications for Practice and Research 

Our findings support a staged coaching curriculum in which peer coaches initially 

focus on nondirective, emotional support to build rapport, then gradually integrate 

appraisal and targeted directive strategies to strengthen self-management skills. Peer 

coach training programs could equip coaches with skills to recognize and adapt their style 

according to participants’ evolving needs, while leveraging appraisal feedback and 

structured goal-setting in mid-to-late intervention phases. Given the limited impact on 

mental health QoL beyond baseline, integrating complementary mental health resources 

or targeted therapeutic techniques may enhance psychosocial outcomes for AYAs in 

peer-led interventions. 

Future research is needed to test adaptive coaching models that explicitly 

modulate support style and type over time and examine their causal impact on self-

management and psychosocial outcomes in randomized designs. Investigating coach 
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characteristics, such as prior peer-support experience or motivational interviewing 

proficiency, may elucidate moderators of intervention effectiveness. Additionally, 

exploring digital or hybrid formats could enhance scalability while preserving the 

empathic core of telephone-based coaching. An exploration of how each support style 

and type is used across diverse participant experiences and coaching relationships is 

needed while examining the interplay between coach characteristics, participant context, 

and the timing of support delivery could clarify when and for whom specific forms of 

support are most effective. Such work would enhance understanding of how tailored 

interventions function in practice and inform strategies for optimizing coach training and 

peer support alignment. 

5.4.3 Conclusion 

This study elucidates how young adult peer coaches navigated style and type of 

support to foster self-management among AYA cancer survivors. The predominance of 

nondirective, emotional support underscores the relational foundation of peer coaching, 

while targeted appraisal and directive strategies appear helpful in driving self-

management gains. These insights inform the optimization of peer coaching 

interventions, charting a path toward more nuanced, stage-tailored support for AYAs 

transitioning to adult-oriented care. 
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6. Conclusions 

This dissertation explored how AYA cancer survivors develop and practice self-

management capacities throughout survivorship, and how peer support contributes to that 

process. Grounded in Positive Youth Development theory, the study conceptualized self-

management not as a static set of health behaviors, but as a dynamic developmental process 

shaped by evolving goals, relationships, and ecological contexts. 

Using qualitative and mixed-methods approaches, the research examined how survivors 

described their roles, articulated and pursued meaningful goals, engaged with peer support, and 

navigated diverse developmental transitions. Across chapters, the inquiry remained anchored in a 

developmental lens that emphasizes strengths, relational assets, and the bidirectional nature of 

growth in survivorship. 

6.1 Conceptual Contributions 

This work advances several key conceptual understandings related to self-

management in AYA cancer survivorship. First, it reframes self-management as a layered 

and dynamic construct that encompasses both internal capacities, such as motivation, 

emotional regulation, and identity, and external behaviors like scheduling appointments, 

adhering to treatment plans, communicating with the care team, taking medications, and 

negotiating relational roles. Rather than viewing self-management as tied to certain health 

related domains or a checklist of discrete tasks, this dissertation positions it as a 

developmental achievement that unfolds over time and across contexts. This framing 

challenges both research and practice to approach self-management initiatives as 

developmental processes, shaped by changing ecological conditions including the 

evolution and transitions of social support. Developmental aspects such as autonomy, 
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future orientation, and contextual support must be considered when designing 

interventions or evaluating outcomes. For AYA cancer survivors, effective self-

management support must begin with where they are developmentally and center the 

goals they identify, not solely condition management, but the developmental tasks and 

skills they may have had to defer because of cancer. 

Second, this work clarifies the conceptual relationship between self-management 

and patient activation, addressing longstanding ambiguity in how these terms are used in 

chronic illness literature. Chapter 2’s simultaneous concept analysis demonstrates that 

patient activation is best understood as an internal process nested within the broader 

sphere of self-management. Activation reflects a survivor’s posture or identity toward the 

role of being a self-manager, encompassing confidence, motivation, and readiness. And 

that activation mechanisms drive self-management behaviors and serve as precursors to 

sustained engagement. Importantly, this distinction invites researchers to include patient 

activation within models of self-management and behavior change, while also urging 

greater precision in measurement. When studying self-management, researchers must be 

intentional about which dimensions are being assessed (whether internal, behavioral, or 

relational) and ensure that measurement tools align with the conceptual scope of their 

inquiry. 

Third, this dissertation advances conceptual understanding by applying Positive 

Youth Development theory to AYA cancer survivorship and clarifying the developmental 

role of peer support within self-management. PYD offers a strengths-based framework 

that emphasizes internal assets, relational supports, and developmental plasticity, shifting 



 

  108 

 

attention from risk reduction to the conditions that promote thriving. Within this 

framework, peer support emerges as a relational context that works in conjunction with 

the AYA cancer survivors’ strengths to synergistically move towards Positive Youth 

Development within their evolving self. This study contributes to conceptual models of 

peer support by demonstrating how it can work to support AYA cancer survivors to work 

towards their health and developmental goals. Peer-driven formats, when grounded in 

PYD principles, may offer a pathway for integrating identity-linked aspirations into self-

management interventions, supporting both personal and developmental growth across 

disrupted developmental trajectories.  

6.2 Empirical Insights 

The empirical studies in this dissertation offer a rich, multi-layered view of how AYA 

cancer survivors enact self-management across diverse domains, including health behaviors, 

personal development, and evolving roles. Chapter 3 revealed that survivors defined their self-

management role through a range of responsibilities: engaging in intentional health behaviors, 

managing the aftermath of cancer, following medical plans and advocating for themselves, 

navigating shifting relational roles, and cultivating identity, values, and self-concept. These roles 

reflect a developmental progression from dependence to autonomy and illustrate how self-

management is embedded within broader processes of growth, adaptation, and identity 

development. Survivors’ descriptions align with PYD indicators of prosocial values, future 

orientation, emotional regulation, personal standards, adult support, friendships, and contribution. 

This study extends PYD theory by grounding these indicators in the lived experiences of AYA 

cancer survivors. Rather than appearing as abstract developmental assets, PYD constructs were 

reflected in concrete, self-defined practices. In particular, the prominence of future orientation 

and personal standards across all roles reveals how survivors actively construct a forward-looking 
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identity rooted in autonomy, responsibility, and internal values. These findings suggest that 

future-oriented thinking and personal standards are not merely developmental indicators, they are 

central mechanisms through which AYA cancer survivors navigate survivorship and their self-

management role. 

Chapter 4 offers key empirical insights into how peer coaching supports self-management 

and developmental growth among AYA cancer survivors through the use of goals. Survivors 

engaged in layered goal pursuit across domains such as health, academics, interpersonal, 

emotional health, and independence often articulating goals at varying levels of abstraction. Over 

time, they refined these goals, linking everyday actions to broader identity-linked aspirations. 

Case studies illustrated how goal pursuit supported the health and developmental needs of AYA 

survivors over time. 

Chapter 5 contributes empirical evidence that peer coaching, when delivered in a flexible 

and emotionally attuned manner, can support self-management and mental health quality of life 

among AYA cancer survivors. The predominance of nondirective style support across sessions 

reflects the developmental appropriateness of autonomy-supportive relationships, particularly in 

early coaching interactions. Emotional support was most frequent, especially in later sessions, 

suggesting that it provided a consistent relational foundation for growth and goal pursuit within 

the intervention. Informational support was more common in early sessions, helping survivors 

navigate initial goal exploration, while appraisal support remained low but consistent across time. 

Instrumental support was rare and context-dependent, emerging only in response to specific 

logistical needs. Although directive support was infrequent overall, its strategic use in later 

sessions was associated with improved self-management outcomes, suggesting that more 

structured guidance may be beneficial once trust and readiness are established. These findings 

describe the peer support that was delivered in the coaching session and suggest that peer 
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coaching is most effective when it adapts to survivors’ evolving needs. The observed shifts in 

support style and type over time, and their associations with clinical outcomes, underscore the 

importance of timing, context, and coach responsiveness in designing developmentally sensitive 

interventions. 

6.3 Implications for Theory and Practice 

This dissertation invites a broader theoretical understanding of self-management, moving 

beyond task completion to encompass identity, autonomy, and developmental regulation. 

Survivors described self-management as a multifaceted role that includes not only health 

behaviors but also relational transitions, value alignment, and evolving self-concept. These 

findings underscore the need for research to specify which dimensions of self-management are 

being examined and to ensure alignment between conceptual framing and measurement. 

Importantly, such inquiry must also account for the active identity development occurring during 

this life stage. Patient activation, while often merged or ambiguously utilized with self-

management, is better understood as a nested component: an internal posture of readiness and 

self-concept that shapes how survivors engage with their health and overall wellness. Future 

theory-building should distinguish activation from behavior and explore its role within broader 

developmental transitions. 

Peer support models also warrant deeper theoretical attention. This study 

demonstrates that peer coaching can promote both health-related behaviors and 

developmental growth, especially in populations like AYA cancer survivors, who face 

repeated disruptions to identity, autonomy, and future planning. The relational qualities 

of peer support create conditions for survivors to reclaim agency and move forward. 
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Theoretical models of peer support should account for its dual function: as a mechanism 

for promoting health and as a scaffold for developmental recovery. 

 This dissertation supports the design of peer coaching interventions that are 

developmentally responsive, emotionally attuned, and flexible across time. Future peer 

support programs should train coaches to recognize and adapt to survivors’ evolving 

needs and test staged approaches to support delivery, beginning with a nondirective style, 

offering emotional and informational support to build trust and establish rapport. As 

participants gain clarity and confidence, coaches can gradually integrate appraisal and 

directive strategies to support goal refinement and action planning. Instrumental support 

should be used selectively, in response to specific needs and contextual relevance. Future 

research is needed to test adaptive coaching models that explicitly modulate support type 

and style over time and examine their causal impact on self-management and 

psychosocial outcomes. Further examination of how support types and styles are used 

across diverse participant experiences and coaching relationships, and how these interact 

with coach attributes and timing, will deepen understanding of when and for whom 

specific strategies are most effective. Such work will inform the refinement of coach 

training and the development of tailored, developmentally sensitive peer interventions. 

Goal pursuit should be treated not as a static task but as a dynamic, identity-linked 

process. Survivors benefited from coaching that allowed them to define, revise, and 

connect goals to broader values and developmental aims. Training should emphasize how 

to support this layered goal work. Programs should also account for the disruptions AYA 

cancer survivors face in identity, autonomy, and future planning. Embedding coaching in 
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everyday life, allowing for participant-led pacing, and centering shared experience can 

enhance relevance and impact. Rather than standardizing support, interventions should 

prioritize responsiveness, meeting survivors where they are developmentally and 

emotionally, and adjusting as their needs evolve. 

6.4 Limitations and Future Directions 

This dissertation study offers rich insights into AYA cancer survivorship but also 

has some limitations. The exploratory and descriptive nature of the designs prioritized 

conceptual development over population-level inference. The study examined the small 

samples of AYA cancer survivors. While the small, single-site sample limits statistical 

generalizability, the richness of the data enhances theoretical transferability to contexts 

that share key characteristics with the study population. The correlational design 

precludes causal inference, and interpretation of support styles and types, particularly 

infrequent forms such as directive and instrumental support, may reflect situational 

relevance rather than consistent patterns. Additionally, the individualized nature of 

coaching introduced variability in delivery, shaped by coach style, participant maturity, 

and contextual factors such as the COVID-19 pandemic. Importantly, the samples may 

not represent the full diversity of AYA cancer survivors, and future studies should aim to 

include broader representation across demographic and diagnostic characteristics. 

Future research should explore self-management as a layered construct, 

specifying which dimensions are being measured and targeted. Studies should distinguish 

patient activation from broader self-management roles and examine how internal postures 

like autonomy and self-concept shape engagement. Randomized designs with larger, 
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diverse samples can test adaptive coaching models that modulate support style and type 

and timing across developmental stages. Further investigation into coach characteristics, 

goal trajectories, and survivor context will clarify when and for whom specific support 

strategies are most effective. Finally, research should continue to explore how peer 

support can scaffold both health and developmental recovery in populations facing 

disrupted trajectories. 

6.5 Closing Reflection 

AYA cancer survivors face a distinct set of vulnerabilities shaped by medical 

complexity, developmental transitions, and systemic gaps in survivorship care. This 

dissertation contributes to a more nuanced understanding of how survivors enact self-

management, not simply through health behaviors, but through evolving roles, reflective 

goal pursuit, and identity-linked regulation. By integrating qualitative and quantitative 

data, this work highlights self-management nested within broader developmental 

processes. Survivors practiced self-management in the context of survivorship, personal 

growth, and long-term uncertainty. The PYD-informed peer coaching intervention 

offered participants permission to look forward, define what mattered most, and pursue 

goals aligned with their own developmental agenda. This research advances theory, 

informs practice, and centers the lived experience of a population often overlooked in 

survivorship models. It lays the groundwork for future interventions that are 

developmentally attuned, survivor-led, and designed to support both health and human 

growth in survivorship. 
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Appendix A 

A systematic search of the literature was conducted using the databases of PubMed, 

CINAHL, PsychINFO, and Scopus. Search terms included self-management, health management, 

self-care, patient activation, activated, adolescents and young adults, cancer, cancer survivor, 

and sickle cell. Inclusion criteria followed the Patient Concept and Context (PCC): Patient 

included AYAs, Concepts included self-management and/or patient activation, and Context 

included those with active cancer, cancer survivors, and those with sickle cell disease. 

A total of three searches were conducted. The original search in September of 2021 

retrieved a total of 3025 articles. The first update occurred in January of 2023 adding a total of 

293 articles. April of 2024 the last updated retrieved and additional 224 articles. A total of 585 

articles were removed as duplicates and 2406 articles excluded at the title and abstract phase due 

to not meeting the criteria. 258 articles were screened at the full-text phase and 130 met criteria. 

16 articles were selected and utilized for this simultaneous concept analysis. See the PRSIMA 

diagram outlining search and selection of articles in Figure 7.  
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Figure 7: Prisma Search and Selection 
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 Appendix B 

Semi-Structured Interview Guide 
A. Introduction & Context building questions: 

We are interested in learning more about how young adult cancer survivors take care of 
themselves and cope with cancer survivorship.  

1. Could you start by telling me a little bit about your cancer story including your 
experience with going through treatment?  

Probes: 
o Did you spend a lot of time admitted or in the hospital or clinic? 
o How long was treatment? What was treatment like? 
o Who helped you through this? Parents? Or primary caregiver- & 

others that helped you in any way? 
2. Please describe your role in your care during cancer treatment?  

Probes:  
o How active were you or how much did you participate in your care 

during treatment? How active were you in: decision making, 
making appointments, talking with your health care team, in day to 
day management at home, taking medications, etc.. 

o Were your parents usually at clinic and hospital visits with you? 
Who else played a significant role that supported or helped you? 

3.  Please describe your experience with becoming a cancer survivor.  
Probes:  

o What does the follow up care consist of?  
o What kind of follow up do you have as a cancer survivor?  
o How often do you visit the doctor? Or see any providers for 

ongoing problems?  
B. Self-management questions: 

1. What kinds of things you do to stay healthy as a cancer survivor? 
2. Can you tell me about some of your main difficulties/challenges as a survivor? 
3. Could you describe what your role/job is in managing your health and 

wellness?/What are your responsibilities in taking care of yourself? 
o Can you give me some examples of how manage your health or take care 

of your health? 
4. What helps you manage your health? 

Probe:  
o Can you tell me about who helps you manage your health or who supports 

you and how they do that?  
5. What makes it hard for you to managing or take care of yourself?  

o What things that get in the way? 
6. Can you tell me about a time that you felt you were taking care or managing your 

health and wellness really well?  
o A time when you felt very independent or self-sufficient in taking care of 

your health? 
7. Can you tell me about a time where it was really difficult to manage your health?  

o A time when you felt very dependent? 
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8. What else are you trying to manage/juggle besides your health in your life? Can 
you tell me about other things that are important for you to manage/or going on 
that are important in your life? 

C. Activation questions: 
1. When you think about taking good care of yourself and health what are some 

things you need before or in order to do that?  
Probes: 

o What things do you need from your health care team? 
o What things do you need from people that support you? 
o What things do you need from yourself? 

2. Do you feel like you had/have everything you need in order to take care of yourself?  
2. If you think about a friend who is a cancer survivor- what would you want 

them to have in order to be able to take care of their health and wellness the 
best they can?  

3. Are there particular skills you need to learn in order to take care of yourself 
and you’re your health? If so, what are they? 

D. Autonomy/independence questions: 
1. We are really interested in how independent young adult cancer survivors are in 

managing their care. Can you describe when you started taking more 
responsibility in managing your health?  

Probes:   
o When did this start? (Did this happen when you turned 18? Or 

before?) 
o How did you taking more responsibility or independence develop 

or happen? 
o What things helped you become more independent? 
o What things got in the way of you becoming more independent? 

2. What sort of concerns or fears do have (or had) in your health going forward? 
3. What sorts of concerns do you have in taking over management of your own 

health? 
E. Closing questions: 

1. What would you like to see from your health care team? What kind of support 
would help you in managing your health and wellness?  
Probes: 

o What does your team do well?  
o What don’t they do well?  
o What do you want the health care team to know? 

2. What do you want your personal supporters (family/friends/community) to know that 
 would help you in managing your health and wellness?  

3. Where do you see yourself in 5 to 10 years? 
 Probes: What are some of your short and long term goals for yourself? 

4. Is there anything else you want to share that you think is important for us to know 
about how you as a cancer survivor and young adult need or considerations for helping you 
take care of yourself? 
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