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ABSTRACT 

CLARE ELIZABETH SCHMITT 
"I'M NOT MEDICALLY FRAGILEr : VIOLET'S EDUCATIONAL EXPERIENCE 
Under the direction of dr. debra leigh walls rosenstein 

Significant advances in medicine have contributed to the lengthened life span of 

students with complex health needs. Although the number of students in this population 

continues to rise, little research has been done related to medically fragile adolescents. 

Most evidence included medical and psychological investigations. Furthermore, research 

neglected the adolescent's emic perspective of living with health complexities. This gap 

in the current literature warranted the need to explore this topic further. 

Case study design included purposive selection to examine the perspective of a 

medically fragile adolescent in relation to education. Contextualized interpretations were 

examined. Data collection included informal conversations, formal interviews, reflective 

journal writing, letter writing, and photographs to establish triangulation. Data analysis 

and interpretation revealed the following interrelated overarching themes: I'm Not 

Medically Fragile; I Can Do It; Who Knows?; and When I Go to College. Consideration 

of academic, social, and medical factors were linked to educational implications and 

future research to support student growth. This included recognition of the significance 

of individualized needs that encompass the whole child to foster academic achievement. 

In addition, a meaningful sense of belonging within a learning community contributed to 

both social and academic growth. 

xi 



CHAPTER 1 

INTRODUCTION TO THE STUDY 

Background 

June 1, 1993. This transforming day marked the arrival of my daughter, Violet. The 

thrill of new life was breathtaking, yet short-lived, as the nurse whisked her away to the 

neonatal intensive care unit due to unforeseen complications. Ten days later, two words 

touched our lives forever: cystic fibrosis. Medical demands consumed my family. 

Every aspect of "normal" was displaced, assumptions were challenged, and worldviews 

were changed. We grappled with this unfamiliar territory of the unknown. The 

experience was indescribably surreal. I was overwhelmed, clueless, and naive. The 

demands associated with medical complexities necessitated proactive advocacy in every 

aspect of Violet's life to ensure her needs were met. Cystic fibrosis played a pivotal role 

in our decision not to enroll our children in a traditional school. Violet, aged 15, was 

enrolled in an online learning program. This alternative educational approach helped 

maintain Violet's health while also allowing her to continue to learn. 

I am the mother of three children; two have cystic fibrosis. The progression of cystic 

fibrosis affected daily life to the point that traditional school enrollment was not a 

feasible option. As a public school teacher, I have worked with medically fragile 

students. I found myself frequently oscillating between these dichotomous, yet 

converging, roles. Personally and professionally, I grappled with the delicate balancing 

act of medical fragility and attaining educational achievement. Since Violet did not 

1 
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attend a public school due to health complexities, as a parent-researcher, I designed this 

study to investigate the junction of Violet's medical needs with her educational 

experience, which included the use of technology to learn. 

What is "Medically Fragile"? 

For the purpose of this research study, I defined "medically fragile''' as follows: 

adolescents, without cognitive impairment, afflicted with fluctuating, chronic, medical 

illnesses. These medical needs may be progressively debilitating to include, but were not 

limited to: cystic fibrosis, diabetes, sickle cell anemia, hemophilia, cancer, and seizure 

disorders. Medically fragile adolescents are often prone to frequent hospitalizations, and 

require continuous, daily, specialized healthcare and support for survival. The terms 

"medically fragile children" and "medically fragile adolescents" are used interchangeably 

throughout this paper. 

As I began researching this topic, I discovered that the term "medically fragile" was 

selective and open to interpretation. Regardless of search engine and search phrases 

used, literature related to this topic within the educational realm was sparse (Muller, 

2005). My inquiry included numerous search phrase modifications to encompass a 

variety of terms to access available data about to this particular population. I concluded 

that terms related to medically fragile adolescents were often used interchangeably, 

including "crippled children," "medically fragile," "special health care needs," "complex 

health care needs," and "other health impaired". Each derivative of the term "medically 

fragile" served a specific purpose. However, the lack of a unified definition contributed 

to confusion and ambiguous interpretation (Newacheck et al., 1998; Thies, 1999). 

Recognition of this discrepancy led the American Association of Pediatrics to define this 
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population of children and youth with special health care needs (CYSHCN) as "those 

who have or are at increased risk for a chronic physical, development, behavioral, or 

emotional condition and who also require health and related services of a type or amount 

beyond that required by children generally" (McPherson et al., 1998). 

History of Medical Fragility 

Medical and technological advances have created a surge in public school enrollment 

of medically fragile students (Bowe, 2000; Caldwell et al., 1999; Newacheck & Taylor, 

1992). A survey by the U. S. Department of Health and Human Services (2008) 

indicated that this population included approximately 10 million children nationwide. 

Historically, a medically fragile child faced a bleak prognosis on the basis of the medical 

diagnosis of a chronic or debilitating illness such as cystic fibrosis, hemophilia, or 

diabetes (Newacheck & Taylor, 1992). However, medically fragile children now face 

both an improved life span and quality of life (Essex, Schifani, & Bowman, 1994; 

Newacheck & Taylor, 1992; Schnieders & Ludy, 1996). For example, according to Pugh 

and Pickup (1967), only 8% of individuals diagnosed with cystic fibrosis lived to 

adulthood. This was clearly indicative of a high childhood mortality rate. However, four 

decades later, the National Cystic Fibrosis Registry (2011) documented a significant 

decrease in mortality, with 47% of individuals afflicted with cystic fibrosis living to 

adulthood. 

Conceptual Underpinnings 

As more medically fragile children entered the public school system, many questions 

emerged. Etic evidence considered the perspectives of medical providers, teachers, and 

parents (Creswell, 2007). This indicated the need to capture the lived experience of a 
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medically fragile adolescent in relation to education. In order to understand the unique 

needs of this population, I explored a contextually situated perspective to interpret 

existing dynamics that impact a medically fragile adolescent. Available evidence did not 

include the emic perspective of a medically fragile adolescent in relation to learning. 

Seeking to understand "the world of human experience" and examine the 

particularities of the case, this qualitative inquiry encompassed the emic perspective of a 

medically fragile adolescent (Cohen & Manion, 1994, p. 36; Denzin & Lincoln, 2000; 

Mason, 2002; Merriam, 2002; Stake, 1995). Qualitative research situates the observer 

within the world of the participant and incorporates "interpretive, material practices that 

make the world visible" (Denzin & Lincoln, 2000, p. 3). As a parent-researcher, I 

interpreted how Violet constructed meaning based on her lived experience (Glesne, 1999; 

Merriam, 2002). I examined interrelated subjectivities of living with medical fragility. I 

analyzed letters, journals, interviews, and narratives to examine "routine and problematic 

moments and meaning in individuals' lives" (Denzin & Lincoln, 2000, p. 3; Cohen, 

Manion, & Morrison, 2001; Merriam, 2002; Stake, 1995). Triangulation contributed to 

understanding "how social experience is created and given meaning" (Denzin & Lincoln, 

2000, p. 10; Merriam, 2002). 

This study was not initiated with a theory; rather the inquiry process intended to 

"generate or inductively develop a theory or pattern of meanings" (Creswell, 2007, p. 9). 

Situated within a constructivist framework, the research design strategically included the 

participant's "views of the situation being studied" (Creswell, 2007, p. 8). I examined 

Violet's educational experience to interpret this perspective. Subjective, multifaceted 

reality influenced interpretations of lived experience (Guba, 1990; Lincoln & Guba, 
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1985). Member checking and frequent dialogue enabled Violet and me to co-construct 

meaning, navigate understanding, and develop interpretations throughout the course of 

the study (Guba, 1990). 

My unique positioning as parent-researcher fostered meaningful interaction with 

Violet to capture her authentic, contextually situated voice (Guba, 1990; Lincoln & Guba, 

1985). Multiple subjectivities provided depth and richness to Violet's lived experience. 

Her constructed reality was an integral piece of the research methodology and inquiry 

process (Lincoln & Guba, 1985). Awareness of values and biases within qualitative 

research were explicitly recognized. From the outset of the study, I purposefully 

intended to contextualize, understand, and interpret Violet's experience (Patton, 1990; 

Stake, 1995). 

Data analysis involved searching for patterns and significant events (Berg, 2001; 

Glesne, 1999; Merriam, 2002; Patton, 1990; Stake, 1995). Glesne (1999) asserted, "the 

researcher becomes the main research instrument as he or she observes, asks questions, 

and interacts with research participants" (p. 5). As the primary instrument, I adapted the 

inquiry throughout the process of data collection and analysis (Merriam, 2002). I 

practiced frequent reflexivity to minimize the interference of my subjectivities. 

Considering the dynamics of a medically fragile adolescent, the inside view was 

pivotal to capture and understand lived experience (Reissman, 2008). Van Manen (1990) 

defined lived experience as an individual's "realities and lifeworlds" (p. 2). Within the 

context of this study, conscious awareness of subjective experience included the impact 

of a pervasive medical condition on social relations, psychological development, and 

education. 
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A first-hand account of medical fragility embraced contextually situated reality to 

reveal subtle nuances. It made invisible aspects visible to the outside world, which 

supported the significance of this research endeavor. The consideration of emotional, 

social, and educational needs provided insight into living with medical fragility. This 

study's utility contributed to the development of future curricular and instructional 

accommodations to support student growth. 

Pilot Study 

Teachers' Perceptions of Medically Fragile Students 

Teachers play a pivotal role in students' educational experiences. This warranted the 

consideration of teacher perceptions of medically fragile adolescents. As a qualitative 

researcher, I piloted a study to interview teachers who worked with medically fragile 

students. An examination of multi-faceted experience considered various factors related 

to academic success. This included an investigation of teachers' feelings toward children 

with significant medical needs and instructional practices implemented to promote 

academic achievement. 

Data analysis revealed the following themes. One emerging theme addressed issues 

related to the effectiveness of existing accommodations. Teachers explained that existing 

accommodations were often ineffective if a student was frequently absent and did not 

make up his or her work. For example, preferential seating, extended time on tests, small 

group testing, frequent breaks, and reading directions aloud were contingent on the 

physical presence of the student. Additionally, upon return to school, students spent 

instructional time completing make-up work. Another prevalent theme included the lack 

of communication among teachers, parents, counselors, nurses, and administrators 
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regarding medically fragile children in terms of protocol, medical needs, absences, and 

academics. Notably, teachers expressed interest in pursuing professional development 

opportunities to foster the academic success of medically fragile children. This included 

learning about the medical needs of the student, modifying instructional 

accommodations, developing ways to motivate and support medically fragile students, 

and facilitating meaningful student learning, as well as incorporating technology into 

instruction to improve student achievement. These findings prompted reflection about 

the medically fragile student's perspective. 

The Perspective of a Medically Fragile Adolescent in Public School 

Additional inquiry examined the perspective of a medically fragile student enrolled in 

public school. This student had Type 1 Diabetes and a Section 504 instructional 

accommodation education plan (Table 1). The student was unaware that he had a Section 

504 plan. However, he exhibited excessive absences due to illness, and his daily medical 

needs required frequent visits to the nurse throughout the school day to closely monitor 

his fluctuating glucose levels. Physiologically, he was prone to seizures. Additional side 

effects from the disease and medications included fatigue, lethargy, headaches, thirst, and 

frequent restroom breaks. 

This student shared that he did not tell his teachers or peers about his diabetes. 

Leaving class to go to the nurse during instruction led to missed instructional time. The 

adolescent was not comfortable asking the teacher for assistance. Instead, he preferred to 

ask a friend to explain instructional material missed while he visited the nurse. Trying to 

keep up with his work, the student claimed that he did not like to fall behind. Also 
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noteable was his self-management of diabetes. Without the knowledge or involvement of 

his teachers, the student self-monitored the clock and went to the nurse at specific times 

for insulin shots. 

Table 1. 

Pilot Study: Medically Fragile Student's Section 504 Instructional Accommodations 

Use of restroom without restriction. 

Access to water without restriction. 

Snacks when necessary. 

Permitted to leave classroom to see nurse for diabetes related issues. 

Blood glucose tests may be done at any location in the school, on the bus, or on field 

trips. 

Immediate access to all items necessary for treatment of diabetes. 

Permitted to participate in all field trips and extracurricular activities with all 
accommodations. 

If blood glucose levels are high or low at time of regular or standardized testing, student 
will be able to make up the test at a later date without penalty; 

Take breaks for water, snacks, restroom, glucose monitoring, and/or treatment of 
diabetes; Receive extended time without penalty 

Will not be penalized for absences or tardiness required for medical appointments, 
illness, visits to nurse, or time needed to address glucose levels. 

Parents will be notified at open house of student's classroom teacher so that they may 
provide information on the rights and needs of children with diabetes. 

Conference to be held prior to the beginning of the academic year with the classroom 
teacher to discuss 504 accommodations. 

Parents and/or student will be allowed to discuss diabetes with the class. 

Parents to be notified if school is to be dismissed early. 
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Student will be able to wear a medical alert bracelet at all times. 

Parent or designated staff will accompany student on all field trips. A sack lunch will be 
taken as needed. 

Student will be allowed time to finish snacks and lunch. 

County Public School Nutrition Department will provide carbohydrate counts for all food 
items served. 

Immediate, appropriate treatment will be given when student shows signs of 
hypoglycemia. Student is to be under the supervision of an adult until treatment has 
begun. Information regarding the type of treatment to be administered will be provided 
by parents. All school personnel involved in the student's supervision will be trained in 
the signs of hypo/hyperglycemia. Parents will provide a detailed medical plan describing 
all health matters related to diabetes. 

At all times, a school staff member who has been trained as an Authorized Diabetes Care 
Provider (ADCP) will be available during school hours to oversee student's care and to 
administer glucagon. 

Insulin will be administered by ADCP as required and directed by a physician. 
Procedures, amounts, and physician's telephone number shall be provided by the parent. 

Participation in physical education or recess will not be permitted if blood sugar is over 
350 or lower than 70. Nonparticipation for these reasons will not affect student's grade. 

A daily clinic log of blood sugar levels and treatment provided will be maintained in the 
clinic. Parents will be provided with a daily report. 

In the event of a seizure/unconsciousness, an injection of glucagon is to be given by the 
nearest trained staff in accordance with instructions to be provided by parents. School 
will immediately call 911, parents, and physician in that order. 

If unable to reach parent at any time regarding medical treatment, physician will be 
contacted. Parent to provide physician's phone number. 

Student must be accompanied at all times by either an adult or responsible student. 

All substitute teachers will be made aware of the student's medical condition. 

Parents will be notified of all school activities where food will be served. 

Parents will be made aware of lunch menu changes. Parent to provide cafeteria with 
email address for notification. 

Standardized testing accommodations at school include individual testing with frequent 
monitored breaks, optimal time of day for testing, extended time, flexibility in the order 
of administration for content areas. 
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This student's 504 instructional accommodation plan explicitly listed medical 

accommodations. Effects of illness, medication, missed instructional time due to absence 

or nurse visits were not evident. Of significance was the omission of specific 

instructional accommodations. One exception involved testing, which was required by 

state law. 

The instructional accommodation plan did not address the impact of illness on 

learning. The absence of instructional accommodations to support the academic 

achievement of medically fragile students revealed a notable gap in existing educational 

policies. This prompted further contemplation of innovative ways to support student 

achievement. 

Statement of the Problem 

Many issues related to medically fragile adolescents remain unresolved. Existing 

literature focused on the medical aspect. Evidence also included the role of the school 

counselor in assisting medically fragile adolescents upon re-entry to school after 

hospitalization or homebound instruction due to illness. Large gaps existed in the 

literature in regard to the educational needs of medically fragile adolescents. These 

students were not cognitively impaired, but they exhibited heightened health care needs. 

Atypical medical needs exceeded the normal medical needs of other children of the same 

age. These unusual medical demands often required frequent hospitalizations, 

prescription medication, and close monitoring of everyday health. Additionally, existing 

research associated with medically fragile children was mainly limited to children with 
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cancer (Cairns, Klopovich, Hearne, & Lansky, 1982; Deasy-Spinetta, 1981; Lansky, 

Cairns, & Zwartjies, 1983; Lansky, Lowman, Vata, & Gyulay, 1975; Riley-Lawless, 

1989). 

In the past, medically fragile adolescents were unable to attend school due to 

debilitating health conditions (Newacheck & Taylor, 1992; National Cystic Fibrosis 

Foundation Registry Report, 1999). However, the number of medically fragile children 

increased as medical procedures and scientific advances became more successful 

(Caldwell et al., 1999; Essex, Schifani, & Bowman, 1994; Mescon & Honig, 1995; 

Newacheck & Taylor, 1992; Schnieders & Ludy, 1996; Thies, 1999). This has 

contributed to the need to provide a free and appropriate education (FAPE) in the least 

restrictive environment possible. As a result, the question of the most effective way to 

meet the educational needs of medically fragile adolescents while simultaneously 

maintaining their current health status has emerged and become of pressing concern. 

Nationally, medically fragile students comprise 13.9% of the student population 

(Child and Adolescent Health Measurement Initiative, 2005-2006). However, there was 

little research to assist public schools, teachers, and parents in meeting the needs of 

medically fragile adolescents. The label "medically fragile" itself has affected attitudes 

toward this population within the general education classroom (Ashton & Bailey, 2004). 

Preconceived ideas, fear, and lack of knowledge have created significant obstacles for 

teachers and students (Ashton & Bailey, 2004; Olsen, Seidler, Goodman, Gaelic, & 

Nordgren, 2004). Evidence related to professional development and support for teachers 

who work with medically fragile adolescents were absent from existing literature (Olson 

et al., 2004). Lynch, Lewis, and Murphy explained (1993): "Despite the increase in the 
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numbers of children with chronic illness and the new challenges they present, few studies 

have investigated the issues that schools and families encounter in their efforts to meet 

these children's needs" (p. 211). 

As more medically fragile adolescents entered the classroom, other confounding 

variables emerged. The current testing movement shifted educators' attention to student 

achievement as measured by yearly standardized testing (NCLB, 2001). The unique 

needs of medically fragile adolescents, including excessive absences and frequent illness, 

impede satisfactory academic progress (Newacheck & Taylor, 1992; Thies, 1999). 

Current literature about this aspect was limited. In addition, minimal research addressed 

the parental perspective regarding parental concerns, experiences, and educational goals 

for their child (Coffey, 2006; Gallo, Hadley, Angst, Knafl, & Smith, 2007; Notaras et al., 

2002). Lastly, the literature neglected the medically fragile adolescent's perspective, 

particularly the impact of illness on his or her educational experience. 

Purpose of the Study 

I designed this study on the basis of the findings of the pilot study. Teacher 

perceptions revealed that Section 504 instructional accommodation plans were ineffective 

when students exhibited excessive absenteeism. Further inquiry considered the 

perceptions of a public school student deemed medically fragile. Findings indicated that 

illness impacted his learning in a variety of ways; however, the Section 504 

accommodation plan exclusively addressed medical accommodations. This led to further 

inquiry in regard to illness and learning, particularly from the perspective of a medically 

fragile adolescent whose health needs may impede regular attendance at a traditional 

school. The consideration of medical fragility from the position of an afflicted adolescent 



was invaluable in understanding the existence of complex stressors experienced by this 

student. This prompted reflection about instruction in terms of effectiveness, 

accommodations in particular, to foster the academic success of medically fragile 

students. 

Encompassing a holistic approach, this case study considered the perspective of 

Violet, a medically fragile adolescent in the 10th grade, who has cystic fibrosis. Due to 

health complexities, she enrolled in online courses for academic instruction. Violet, aged 

15, shared her lived experience including her thoughts and interpretations. Particular 

attention was drawn to her educational experience to include the use of technology to 

support instruction, peer interaction, challenges, and personal goals. Identification and 

analysis of emerging themes occurred throughout the research process. 

Research Question 

The overarching research question for this study was: What is the educational 

experience of a medically fragile adolescent? Through this question, data collection 

illuminated various factors confounding Violet's educational experience. Specifically, 

this study considered Violet's perceptions and approach to learning to convey her 

extraordinary educational experience. Following case study methodology, data were 

collected and analyzed in a variety of ways, including narratives, interviews, 

conversations, reflective journaling, letter writing, and photographs to identify emerging 

themes. The overarching research question was explored from a qualitative stance to 

capture a holistic view of medical fragility and its impact on Violet's education. This 

inquiry included the examination of interrelated aspects of adolescent development, 

social interaction, learning, and educational goals. 
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Significance of the Study 

A review of the literature demonstrated a significant gap pertaining to the educational 

needs of medically fragile adolescents. Educational policy revealed a breach between 

support services and the academic achievement of medically fragile adolescents (IDEA, 

2004; NCLB, 2001). The educational needs of medically fragile adolescents were not 

accounted for in existing research; this made it difficult to promote social and academic 

growth. Research by Sargeant and Gross (2010) set the precedent for this study by 

chronologically documenting aspects of illness in the daily lives of adolescents diagnosed 

with Inflammatory Bowel Disease. Findings documented how the presence of illness 

permeated experience. This approach contributed to the significance of this study 

because it included the dimension of illness to highlight the unique educational needs of 

medically fragile adolescents. The perspective of a medically fragile adolescent 

contributed new information to the existing body of knowledge. Providing insight, this 

study disclosed various factors that impact medically fragile children in a multitude of 

ways, including adolescent development, learning, academic performance, social 

interaction, and educational goals. Capturing the subjective reality of living with illness 

contributed to understanding the experiences and individualized needs exhibited within 

this growing population. This perspective allowed the diverse needs associated with 

medical fragility to be recognized in the realm of curriculum and instruction. 

Assumptions 

As parent-researcher, I maintained transparency and reflexivity throughout the study. 

Experience has impacted my perspective related to medically fragile adolescents, 

educational goals, academic achievement, and accommodations. I am a public school 
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teacher, personally related to two medically fragile adolescents who did not attend a 

traditional public school due to health complexities. My daughter, Violet, participated in 

online learning. Additionally, during the 2010-2011 school year, I taught three medically 

fragile adolescents, who exhibited unique medical needs on a daily basis. My 

assumptions were influenced by the following beliefs. 

1. Individuals create subjective meaning based on interactions and experiences. 

2. Educational policy neglected medically fragile students. 

3. All students should have the opportunity to receive an equitable education. 

4. Illness may compromise the academic achievement of medically fragile students. 

5. There is a misalignment of instructional accommodations to support academic 

achievement, particularly when medically fragile students exhibit frequent 

absenteeism due to illness. 

Definitions of Key Terms 

The following definitions include terms discussed in this case study. 

Academic achievement. This included developmentally appropriate understanding 

and mastery of content in specific academic disciplines (Oliva, 2009). 

Accommodations. These are changes that allow a person with a disability to 

participate fully in an activity, including changes in instructional approaches or how 

students respond to instruction (Georgia Board of Education, 201 la; Rehabilitation Act, 

Section 504,1973). 

Accountability. The use of standardized assessment results as a measure to indicate 

schools' adequate academic progress (Oliva, 2009). 



Adequate yearly progress (A YP). A provision of the federal No Child Left Behind 

Act (2001) requiring schools to meet the state's student academic achievement standards 

while narrowing the achievement gaps among groups of students, schools, and local 

education agencies (NCLB, 2001). 

Adolescence. A developmental stage including children ages 10 to 18. 

Common Core Georgia Performance Standards. It is a set of designated expectations 

of what students are expected to learn (National Governors Association Center for Best 

Practices, 2010). 

Curriculum. The knowledge and skills identified by a state that all students, 

regardless of disability or ethnicity, should learn (Oliva, 2009). 

Criterion referenced competency test. A test to measure specific skills (Oliva, 2009). 

Chronic illness. A pervasive medical condition that impacts daily living and 

academic performance (Georgia Board of Education, 2009; Shaw & McCabe, 2008; 

Notoras et al., 2002). 

Disability. It includes thirteen categories listed in the Individuals with Disabilities 

Education Act to identify students who qualify for special education and related services 

because of a disability (IDEA, 2004). 

Due process. A formal hearing to resolve differences related to the identification, 

evaluation, placement or provision of a free and appropriate education to a child with a 

disability (IDEA, 2004). 

Emic. This is the participant's subjective perspective of lived experience (Creswell, 

2007). 

Etic. This perspective reflects the researcher's views (Creswell, 2007). 
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Elementary and Secondary Education Act (ESEA) of1965. A federal education 

statute that authorizes funding for educational programs. This legislation has been 

repeatedly reauthorized by Congress and was renamed the No Child Left Behind Act of 

2001 (NCLB, 2001). 

Excessive absenteeism. In the state of Georgia, after five cumulative absences a 

student must present documentation from a medical provider for any further absences to 

be excused due to illness (Georgia Board of Education, 201 lb). 

Health complexities. Individuals, without cognitive impairment, afflicted with 

fluctuating, chronic, medical illnesses that may be progressively debilitating. These 

individuals are prone to frequent hospitalizations, and require continuous, daily, 

specialized healthcare and support for survival. 

High stakes test. Tests are used to document accountability to include consequences 

that are attached to academic performance for students, teachers, schools, districts, and/or 

states. Consequences may include promotion, graduation, rewards, or sanctions (Darling-

Hammond & Bransford, 2005; Oliva, 2009). 

Homeschooling. An alternative approach to traditional education where students are 

learn at home (Martin-Chang, Gould, & Meuse, 2011). 

Hospital/homebound. Services designed to provide continuity of educational services 

between the classroom and home or hospital for students in Georgia public schools 

whose medical needs impede school attendance for a limited period of time (Georgia 

Board of Education, 2009). 



18 

Individuals with disabilities education act. This federal law required all children with 

disabilities receive a free, appropriate education and it provided guidelines for provisions 

to include early intervention, special education, and related services (IDEA, 2004). 

Individualized education plan. A written statement for each child with a disability 

that delineated special education, related services, program modifications, and support for 

the child (Georgia Board of Education, 2007). 

Lived experience. An individual's subjective reality that is based on experience (Van 

Manen, 1990; Reissman, 2008). 

Lung exacerbation. Lung disease that worsens due to infection: increased cough, 

increased sputum, decreased lung function, and weight loss that require hospitalization, 

nursing services, intravenous antibiotics, frequent airway clearance, and frequent 

breathing treatments (Cystic Fibrosis Foundation, 2012). 

Medically fragile adolescent. Adolescents, without cognitive impairment, afflicted 

with fluctuating, chronic, medical illnesses that are progressively debilitating. Medically 

fragile children are often prone to frequent hospitalizations, and require continuous, daily, 

specialized healthcare and support for survival. 

Moodle. A free web application to create online learning sites (What is Moodle?, 

2012). 

No Child Left Behind Act (2001). A reauthorization of ESEA, the federal law 

designed to improve student achievement and close achievement gaps. States are 

required to develop challenging academic standards, to educate all students to 100% 

proficiency by 2014, and to implement a single, statewide accountability system (NCLB, 

2001). 
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Online learning. Internet-based instruction (U. S. Department of Education, 2010). 

Other health impaired (OHI). Under IDEA, this category includes students who 

exhibit limited strength, vitality, or alertness due to a chronic or acute health problem, 

which adversely affects academic performance (IDEA, 2004). 

PICC line. A thin tube, a peripherally inserted central catheter, is inserted into a large 

vein in the arm leading to a large vein near the heart to infuse intravenous antibiotics 

(Cystic Fibrosis Foundation, 2006). 

Port-a-cath. A surgically implanted catheter is placed under the skin allowing 

frequent access to the bloodstream to administer intravenous antibiotics. It requires a 

Huber needle to be accessed, and must be accessed once a month (Cystic Fibrosis 

Foundation, 2007). 

Restorying. An individual's subjective, internalized interpretation of past experience 

externalized by retelling past events (Polkinghorne, 1988). 

School re-entry. Students return to school after excessive absences due to illness. 

Section 504 plan. An instructional accommodation plan written for students with 

disabilities, who do not qualify for special education under IDEA. It specifies specific 

accommodations to provide students with equal access to educational opportunities 

(Rehabilitation Act, 1973). 

Special education. Special instruction designed for students with disabilities 

(Georgia Board of Education, 2010). 

Multi-age grouping. This refers to children of different ages in the same classroom 

(Oliva, 2009). 



Vest. It is an airway clearance technique that uses an inflatable vest to administer 

high-frequency chest wall oscillation, vibrating the chest and loosening mucus from the 

lungs (Cystic Fibrosis Foundation, 2012). 

WizlQ. Web-based software for online teaching and tutoring (WizIQ Platform, 

2012). 

Summary 

A gap existed in educational policy regarding medically fragile students. Disease 

may be indiscernible within the walls of the classroom. Disclosure of medical 

information, which is important to minimize the emergence of assumptions, negative 

connotations, and heightened attention to the disease itself, may not be readily shared 

(Clay, Cortina, Harper, Cocco, & Drotar, 2004). The absence of guidelines delineating 

indicators of adverse effects of chronic illness on academic performance was 

problematic. This lack of clarity compromised student achievement. Educational policy 

used poor academic performance on the annual, standardized test as the first indicator to 

identify students who needed additional educational support services (IDEA, 2004). 

Although federal law mandated that public schools provide accommodations under 

Section 504 of the Rehabilitation Act (1973) such that medically fragile children can 

succeed academically, public schools did not exhibit a clearly defined protocol to align 

educational services with the diverse needs exhibited by medically fragile children. 

The medical, social, and academic needs of medically fragile children are complex. 

To meet these needs, it required effective collaboration and communication among 
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several parties, including healthcare providers, nurses, teachers, parents, and medically 

fragile students to support student growth (Gagnon, Swaine, Champagne & Lefebvre, 

2008; Lynch et al., 1993; Novello, DeGraw, & Kleinman, 1992; Thies, 1999). 

The literature review revealed notable gaps in the literature related to medically 

fragile children, which contributed to the significance of this study. I examined medical, 

academic, and social elements from a contextually situated perspective. Focused on 

gaining insight into lived experience, I studied the impact of medical fragility on an 

adolescent's educational experience. This endeavor provided new knowledge useful in 

the development of understanding this phenomenon. The findings were pivotal in 

improving current instructional practices and proactively promoting student achievement. 



CHAPTER 2 

REVIEW OF THE LITERATURE 

The diverse needs of medically fragile adolescents have not been addressed within 

educational policy. Historically, limited life spans, intensive medical needs, and 

debilitating medical conditions prevented medically fragile adolescents from attending 

school. Advancements in medicine have enabled chronically ill adolescents to live 

longer and experience an improved quality of life (Newacheck et al., 1998; Ratliffe, 

Harrigan, Haley, Tse, & Olson, 2002; Thies, 1999). More medically fragile adolescents 

have enrolled in public school as a result. Although infectious diseases and mortality 

rates have plummeted over the course of the past century, the prevalence of chronic 

illness continues to increase (American Academy of Pediatrics, 2006; Lynch et al., 1993; 

Newacheck & Taylor, 1992; Rehm, 2002; Thies, 1999). For example, Newacheck and 

Taylor (1992) noted, "There is a sevenfold increase in survival to age 21 among children 

with cystic fibrosis and a twofold or greater increase in survival for children with spina 

bifida, leukemia, and congenital heart disease" (p. 364). 

In the general education classroom, the concept of "medically fragile" is a relatively 

new phenomenon due to increased life expectancy (Mukheijee, Lightfoot, & Sloper, 

2000; Perrin & Gerrity, 1984). As this population continues to increase, public schools 

face intricate medical, social, and academic variables. However, few studies considered 

the challenges encountered by public schools, teachers, parents, and medically fragile 

children. 

22 
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Theoretical Framework 

A paradigm is a conceptual framework that serves as a foundation influencing 

experience and perceived reality. Fundamental beliefs affect research interests, research 

questions, and research design (Creswell, 2007). As researchers engage in the research 

process, embedded worldviews and assumptions emerge (Creswell, 2007). From the 

perspective of a parent-researcher, I examined my ontological assumptions about the 

nature of reality, and my epistemological views about how knowledge is acquired and 

communicated. In addition, I considered my methodological beliefs about how I interpret 

knowledge from the world. 

My beliefs aligned with the interpretive-constructivist paradigm (Creswell, 2007). 

This paradigm maintains that no universal objective truths exist (Guba, 1990). In 

contrast, multiple realities are recognized and are influenced by subjective experience 

(Clandinin & Connelly, 2000; Denzin & Lincoln, 2000; Guba, 1990; Lincoln & Guba, 

1985). As human beings interact with the external world, interpretations based on 

experience emerge (Denzin & Lincoln, 2000). Dynamic in nature, experience contributes 

to the meaning-making process (Denzin & Lincoln, 2000; Merriam, 2002). 

In congruence with the constructivist perspective, this approach contends that 

individuals construct, create, and build their own knowledge and meaning through 

interactions with the world (Clandinin & Connelly, 2000; Denzin & Lincoln, 2000; Guba, 

1990; Merriam, 2002). This orientation assumes that the beliefs and meanings 

individuals create fundamentally influence their subjective reality, and the way they 

perceive, view, and experience being (Denzin & Lincoln, 2000). The internal 

construction of subjective reality is formed from personal constructions of meaning that 
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allow for the possibility of multiple interpretations of human experience (Denzin & 

Lincoln, 2000; Guba, 1990; Reissman, 2008). Therefore, in this study, it was assumed 

that an adolescent, Violet, created her own subjective meanings and experiences of 

medical fragility based on her personal interactions and experience with the world around 

her, as she perceived it. 

The interpretive paradigm maintains that individuals do not construct or experience 

reality in the same way, and that the subjective experiences of individuals are worthy of 

study (Guba, 1990). Placing myself as a parent-researcher within the interpretive 

paradigm aligned with my positioning in the detailed exploration of Violet's subjective 

experience (Guba, 1990; Reissman, 2008). This allowed the research process to uncover 

a deeper understanding of how Violet experienced and interpreted multiple aspects of her 

world, including her educational experience (Guba, 1990; Merriam, 2002). 

Qualitative methodology framed this study. Research involved studying phenomena 

in a natural setting to answer questions that consider how knowledge and experience 

were constructed and given meaning (Denzin & Lincoln, 2000; Guba, 1990; Merriam, 

2002; Stake, 1995; Yin, 2003). It studied the constructed nature of reality, and the 

intricate relationship between the researcher and the subject being investigated (Denzin & 

Lincoln, 2000; Guba, 1990). This research design generated rich, descriptive data to 

capture the individual's point of view (Guba, 1990; Merriam, 2002; Patton, 1990; Stake, 

1995; Yin, 2003). Guided by previously stated criteria, a qualitative methodological 

approach aligned with the interpretive-constructivist paradigm and the nature of my 

research question. Therefore, it was an appropriate mechanism to conduct this study. 
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Constructivism 

Constructivism guided the theoretical framework of this inquiry. The main tenet of 

constructivism included the belief that learners actively construct knowledge (Piaget, 

1972). This epistemology asserted that subjective experience influences the construction 

of knowledge and meaning (Denzin & Lincoln, 2000; Guba, 1990; Lincoln & Guba, 

1985). The meaning-making process involved both cognitive and social components 

based on lived experience (Denzin & Lincoln, 2000; Piaget, 1972; Vygotsky, 1978). 

Cognitively, learners progress through developmental stages in pursuit of understanding 

the world (Piaget, 1972). Socially, individuals use language to communicate and engage 

in dialogue; this interaction contributes to the meaning-making process (Vygotsky, 1978). 

Examination of the influence of medical fragility on an adolescent's educational 

experience warranted consideration of cognitive and social aspects. 

Constructivism considered the individual's perspective in relation to knowing and 

learning. The foundation of constructivism lies in the individual's construction of reality 

based on experience (Denzin & Lincoln, 2000; Guba, 1990). According to Piaget (1972), 

individuals actively engage in the meaning-making process to understand the world. As 

individuals encounter new information, cognitive efforts focus on aligning this 

information with existing schema, which is filtered by personal constructs of reality 

(Piaget, 1972). This process contributed to the development of new knowledge and 

experience (Denzin & Lincoln, 2000). 

From a cognitive constructivist perspective, Piaget's (1972) work studied the internal 

dynamics of the active construction of knowledge. The study of cognition included close 

examination of how individuals think, interpret, represent, understand, know, and make 
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sense of the world. Piaget's (1972) interest in cognitive development led to the 

identification of a linear sequence of cognitive development. As individuals progress 

through these universal stages, knowledge and understanding increase in complexity. 

Assimilation, Piaget (1972) asserted, occurs when new knowledge and experience align 

with an individual's current understanding of the world. Piaget (1972) further explained 

that accommodation occurs when new knowledge conflicts with previous experience, 

thus requiring the individual to adapt existing understandings. The linear progression of 

development includes sensory-motor, preoperational, concrete operational, and formal 

operational stages (Piaget, 1972). This study considered the formal operational stage of 

development. During this time, higher order abstract thinking emerges, which influences 

an adolescent's perspective, interpretation, and experience (Piaget, 1972). 

Bronfenbrenner's Ecological Systems Theory (1986) 

Understanding the impact of medical fragility on an adolescent's educational 

experience was central to gain insight into this perspective, which intended to enhance 

cognitive and social development. Bronfenbrenner's (1986) ecological model considered 

the complexity of interrelated contexts, including medical fragility, on adolescent 

development. Providing a foundation, this model contributed to developing an 

understanding of a medically fragile adolescent's experience. Used as a framework, the 

application of this theory included the social and academic growth of a medically fragile 

adolescent. A thorough examination of the microsystem considered factors that impact a 

medically fragile child's developmental growth (Bronfenbrenner, 1986). 

The uniqueness of Bronfenbrenner's (1986) ecological system accounted for the 

inclusion of both the quality and context of an individual's environment as it pertained to 
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development. Correspondence with both the interpretive-constructivist paradigm and the 

overarching research question strengthened the application of this theory to the current 

study. Bronfenbrenner's (1986) ecological model examined the complexities of 

interrelated interactions across environments and external factors in relation to individual 

development. The study of internal and external influences such as illness, family, peers, 

school, community, and culture led to a better understanding of factors that affect 

developmental growth. 

This ecological, nested system identified the significance of overlapping, 

bidirectional environmental systems impacting an individual's growth and development 

(Sontag, 1996). Within this framework, the adolescent was an active participant. The 

individual interacted with and influenced the environment in which the construction of 

knowledge occurred. Five interacting components comprised Bronfenbrenner's (1986) 

ecological system: the microsystem, mesosystem, exosystem, macrosystem, and the 

chronosystem. Combined, these systems contextualized experience. Context was an 

important facet of medical fragility. For the adolescent, the microsystem included 

immediate environments and corresponding influential, interpersonal relationships that 

played a pivotal role in adolescent development, including family, peers, teachers, and 

doctors (Muuss, 2006). 

Increasing in multiplicity and complexity, Bronfenbrenner's (1986) mesosystem 

involved the interaction between various factions within the microsystem such as family, 

peers, teachers, and doctors. Examination of the mesosystem revealed additional factors 

influencing adolescent achievement and potential. For example, a family may instill the 

value of education in a child, sufficiently preparing the adolescent for future experiences. 
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In contrast, if the value of education is not embedded within experience, the adolescent 

lacks the background to facilitate growth. 

Further expansion of Bronfenbrenner's (1986) ecological theory included the 

exosystem. Awareness of external influences on an individual's development occurs at 

this level. Contextually situated, vicarious interactions occur and are controlled by the 

surrounding community without direct interaction or involvement with the individual 

such as educational policy, curriculum, and educational accommodations. Public school 

systems did not include educational policy to address the needs of medically fragile 

adolescents. This impacted learning opportunities to develop knowledge essential for 

cognitive growth. 

Bronfenbrenner's (1986) macrosystem encompassed societal and cultural norms. 

Previously described systems reflected multiple contextual complexities that impact 

development. A comprehensive view provided invaluable information related to 

overarching factors associated with development and achievement, including beliefs, 

perceptions, embedded assumptions, stereotypes, discrimination, and cultural 

expectations. 

This theory also embedded a chronosystem within the ecological theory 

(Bronfenbrenner, 1986). Contextualized experience included temporal space reflective of 

personal history, which highlighted its significance in relation to growth. Experience 

played a significant role in development. For example, previous negative experiences 

could not be separated and continued to affect development to some degree. 

To better understand how a child develops, Bronfenbrenner (1986) posited that it was 

essential to examine and understand the continuous interactions that occur within and 
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across these five systems, both positive and negative, to foster adolescent development. 

This ecological system was fluid in nature. It continuously fluctuated as a result of 

interactions and experience (Muuss, 2006; Sontag, 1996). 

During adolescence, individuals experience biological and cognitive changes. 

Opportunities for social interaction increase; this results in frequent shifting from one 

microsystem to another. This traversal contributed to the emergence of increased 

complexities across systems (Muuss, 2006). These interactions were also influenced by 

sociocultural and environmental factors (Muuss, 2006). This multiplicity prompted the 

consideration of complex interactions and particular contexts to understand the 

developmental process (Muuss, 2006). For example, within the microsystem, the 

significance of the family may decrease while peer relationships become more influential 

as an individual entered adolescence. This contextualized shift occurred as a result of 

new experiences. Adolescents gradually develop autonomy. Active engagement in 

abstract thinking begins to occur, which involves multiple opportunities for decision

making (Piaget, 1972). Within this transitional stage of development, conflict occurs in 

the microsystem. For example, adolescents often begin to dispute aspects of authority, 

which may contribute to the breakdown of communication. Additionally, the social 

element becomes prominent as adolescents seek peer acceptance, and fear peer rejection 

(Martinez, 2009). This aspect becomes pivotal when considering the impact of medical 

fragility during adolescent development. 

By placing a medically fragile adolescent at the center of this framework, I assessed 

the existing microsystem and mesosystem to consider the impact of these factors in 

relation to education. This required an examination of illness, family relationships, peer 
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interaction, teacher relationships, doctor relationships, educational systems, and societal 

norms to identify mitigating factors influencing development. Previous research by 

Sargeant and Gross (2010) indicated illness infiltrated eveiy aspect of being and impacted 

social interactions. Hence, it was worthwhile to consider the impact of medical fragility 

on an adolescent's lived experience. 

Using this system to examine a medically fragile adolescent's experience revealed 

emerging issues in the pursuit of education. Holistically, the examination of multiple 

intertwined systems and corresponding relationships reflected the intricate complexities 

influencing individual functioning. An ecological model served as a template to facilitate 

the establishment of teacher-student relationships as a means to empower adolescents in 

the pursuit of academic and social growth by recognizing individual strengths and needs. 

Awareness of contextualized, dynamic interactions could be used to inform applicable 

instructional approaches. Learning does not occur in isolation. Hence, understanding the 

underlying dynamics of the ecological system across multiple contexts was a potential 

avenue to foster student success (Figure 1). 
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Figure 1. 

Bronfenbrenner 's (1986) Ecological Systems Theory Applied to this Case Study 

Method for Conducting a Review of Methodological Reviews 

This section explains the methods used to conduct methodological reviews associated 

with medically fragile adolescents. It includes a description of inclusion criteria, 

exclusion criteria, and search strategies. 

Criteria for Inclusion and Exclusion 

The criteria for an article to be selected for review were as follows: (1) subjects of 

study were medically fragile children and; (2) the scholarly, peer reviewed, qualitative or 

quantitative, article included at least one of the following outcomes—educational policy, 

teacher perceptions, parent perceptions, adolescent perceptions, peer perceptions, school 

attendance, learning, academic achievement, educational experience, socialization, 
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relationships; (3) the article was written in English; (4) literature reviews and meta

analyses also contributed to the pearl building research process; (5) full articles with 

detailed abstracts were included if articles were inaccessible. Some articles cited in this 

review report findings not strictly pertinent to the objectives of this research inquiry. 

These findings may not have been described or were only briefly mentioned. 

Search Strategy 

A two-pronged search approach was used. One search strategy encompassed an 

electronic search of the academic search databases: Academic Search Complete, 

Research Library at ProQuest, Wilson Omnifile: Full Text, Education Journals 

(Proquest), ERIC, EBSCOhost, PsychARTICLES, Psychology & Behavioral Sciences 

Collection, PsychlNFO, and Social Science Journals (ProQuest), and Wilson Education 

Full Text. Initiation of the electronic search began in fall 2009 using the following terms: 

medically fragile children and education, chronically ill children and education, chronic 

illness and educational policy, school reintegration, child life specialists, crippled 

children and education, children with complex health care needs, children with special 

health care needs, other health impaired and education, homebound and hospital 

instruction, medically fragile children and legislation. Each entry title was examined to 

determine if it should be considered for inclusion. If the title aligned with the research 

inquiry, an article review determined inclusion or exclusion. The search strategy also 

included examining the references of articles collected for inclusion to identify and locate 

established authors and seminal works associated with medically fragile adolescents. 
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Literature Review 

Existing literature considered various facets related to medically fragile adolescents. 

It included an examination of the development of current legislation and educational 

policy. This was followed by a comprehensive scope of any existing data related to the 

education of medically fragile adolescents, with a particular interest in literature 

associated with teachers, parents, and medically fragile adolescents. Examination of 

current data revealed notable gaps related to the educational experience of medically 

fragile adolescents, indicating the need for further research. This contributed to the 

significance of this study. 

Medically Fragile Adolescents 

Nationally, complex medical conditions afflict over 10 million children (Child and 

Adolescent Health Measurement Initiative, 2007). Initially intended to identify and 

design public programs to serve a targeted population, the study by Newacheck et al. 

(1998) delineated three common models of classification to identify children with chronic 

medical conditions: medical checklist, functional status, and socially defined limitations 

commonly referred to as disabilities. A medical checklist categorized individuals who 

exhibited specific characteristics. Another approach included assessing the functional 

status of chronically ill children to determine if basic functions were impaired as a result 

of the illness. Lastly, for the past forty years, the term 'disability' has been used to 

identify children who exhibit limitations associated with socially constructed roles 

(Newacheck et al., 1998). 

Thies (1999) expressed concern about the exclusive emphasis on the medical 

diagnosis itself because it was not the only factor in determining health and educational 
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needs. Arguing that a "problem-oriented approach" was often used to classify medically 

fragile children, Thies (1999) maintained that this mentality conflicted with the holistic 

belief that the proactive management of illness minimized complications and promoted 

compliance to maintain health. Furthermore, in addition to needing to deal with the full 

spectrum of medical diagnoses, individuals sharing the same medical condition exhibited 

diverse symptoms (Newacheck et al., 1998; Thies, 1999). Regardless of varied 

operational definitions, existing evidence indicated that, "between fifteen and twenty 

percent of U. S. children have a significant ongoing health care need related to a chronic 

health care condition" (Newacheck et al., 1998, p. 121; Thies, 1999). Medical advances 

have contributed to the growth of this population, which has resulted in the need to revisit 

the existing classification systems and terminology to reflect the changing needs 

exhibited within this population. 

A confounding variable involved defining the term "medically fragile" as this 

population encompasses a variety of individuals afflicted with medical conditions that 

manifest in many different ways (Newacheck et al., 1998; Thies, 1999). For example, 

cystic fibrosis, diabetes, epilepsy, and cancer are all considered chronic illnesses, but 

medical management and complications vary (Shiu, 2001, 2004; Thies, 1999). Aligning 

with the findings of Newacheck et al. (1998), further research by Ashton and Bailey 

(2004) estimated that approximately 15% of the childhood population experience 

repeated and chronic instances of illness. According to the Michigan State Department of 

Education (1992), the State Committee of Medically Fragile Child Referent Group 

identified medically fragile children as, "persons with complex medical needs who 

require technology, specific services or some type of ongoing medical support for 
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survival. The term may include persons with severe chronic and progressive illnesses 

and severe disabilities" (p. 9). In order to design appropriate public programs, the federal 

United States Department of Health and Human Services (2008) created a new definition 

to identify the target population, children with special health care needs (CSHN). These 

children "have or are at increased risk for a chronic physical, developmental, behavioral, 

or emotional condition and also require health and related services of a type or amount 

beyond that required by children generally" (Newacheck et al., 1998, p. 117). Existing 

literature revealed that a variety of terms were created for different purposes to describe 

medically fragile adolescents, including crippled children, chronic illness, other health 

impaired, complex medical needs, and special health care needs (Thies, 1999). The lack 

of continuity contributed to varied estimates related to the prevalence of chronic illness 

(Newacheck et al., 1998; Newacheck & Taylor, 1992). 

Multiple interpretations of "medically fragile" created confusion, ultimately making 

classification of these adolescents difficult in terms of placement within existing 

educational programs designed to provide support services based on specific criteria 

(Thies, 1999). For example, streamlined support services existed to serve students with 

developmental disabilities (IDEA, 2004). However, medically fragile children did not 

necessarily exhibit the designated characteristics, which prevented access to support and 

services that were needed to promote student achievement (Mukheijee et al., 2000; 

Newacheck et al., 1998; Sexson & Madan-Swain, 1993; Thies, 1999). Additionally, a 

medical diagnosis did not automatically generate a lock-step approach in regard to the 

provision of specific educational support services (DePaepe, Garrison-Kane, & Doelling, 

2002; Thies, 1999). These confounding interpretations impeded addressing the 



36 

prevalence of this emerging population and the specific issues plaguing it. Furthermore, 

the absence of integration between the healthcare system and educational system 

contributed to continued ambiguity as it pertained to student achievement (Cunningham 

& Wodrich, 2006; Mukheijee et al., 2000; Thies, 1999). 

Academics 

Upon entering public school, medically fragile students encounter an array of 

challenges. Although medically fragile adolescents demonstrate normal intelligence, 

research conducted by Fowler, Johnson, and Atkinson (1985) indicated that this 

population exhibited an achievement gap compared to their healthy peers. Similarly, 

Sexson and Madan-Swain (1993) concluded that medically fragile children often 

exhibited poor academic achievement as a result of excessive absenteeism, illness, and 

fatigue. Medically fragile children, according to Cunningham and Wodrich (2006), were 

more likely to exhibit poor academic performance leading to retention or quitting school. 

This aligned with Bloch's (1986) findings, which indicated that this population exhibited 

increased behavioral problems and excessive absenteeism. However, research also 

suggested that medically fragile children craved the normality associated with school and 

exhibited hopefulness about the future (Mukheijee et al., 2000; Rynard, Chambers, 

Klinck, & Gray, 1998; Worchel-Prevatt et al., 1998). Questioning the influence of pain 

on academic achievement, Taras and Potts-Datema (2005) suggested that future research 

examine the effect of pain on student achievement and attendance. 

Excessive Absenteeism 

Medically fragile adolescents often incurred excessive absenteeism due to illness, and 

these fragmented interruptions engender academic, social, physical, and psychological 
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problems (Bloch, 1986; Coe, 1989; Fowler et al., 1985; Mukheijee et al., 2000; 

Newacheck et al., 1998; Sexson & Madan-Swain, 1993; Thies, 1999). According to 

Newacheck et al. (1998), chronically ill children were absent three times more often than 

their peers, equating to an additional 52 million sick days and 58 million absences from 

school each year. Previous research by Newacheck and Taylor (1992) indicated that 

although chronically ill adolescents averaged more absences than their healthy peers, 

there was a notably unequal distribution of absences across and within this spectrum. 

Although many chronically ill adolescents did not exhibit high absenteeism rates, 2% of 

the children within this population accrued at least 11 absences and were responsible for 

24% of all absences related to chronic illness (Newacheck & Taylor, 1992). Cook, 

Schaller, and Krisher's (1985) research supported the finding that chronically ill children 

were absent more often than their peers, and notable variances were observed that could 

not be exclusively attributed to a specific medical diagnosis. In addition, Newacheck et 

al. (1998) revealed that children with special health care needs visited the doctor 

approximately 92 million times, which was twofold compared to their peers, excluding 

standard preventive care. Similar to school absences, Newacheck and Taylor (1992) 

reported a disproportionate need for medical services, where just 2% of chronically ill 

children sought medical services at least 16 times annually, representing 19% of the 

overall population seeking medical services. In 1988, approximately 690,000 chronically 

ill children required hospitalization, a fivefold increase compared to their peers. 

Additionally, Newacheck and Taylor (1992) stated that these hospitalizations equated to 

approximately 7.2 million hospitalization days, with 2% of chronically ill children 

representing 33% of all the hospital admissions. Fowler et al. (1985) examined medical 
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diagnoses and the relationship of these to absenteeism. Chronically ill children with 

cystic fibrosis, arthritis, spina bifida, hemophilia, or sickle cell disease exhibited the 

highest incidences of school absences (Fowler et al., 1985). This evidence suggested that 

the demands and severity of a chronic illness impact educational achievement, 

particularly in reference to the disproportionately small group significantly afflicted with 

frequent exacerbations and hospitalizations. 

Legislation 

Legislation played a significant role in the education of medically fragile 

adolescents. Inclusion initially emerged as a result of the Supreme Court case Brown v. 

Board of Education (1954). This landmark case mandated the racial desegregation of 

public schools in the United States. Setting the precedent for the acceptable treatment of 

students, it led to the creation of the Fourteenth Amendment assuring equal protection 

under the law to include a provision that allowed students to receive education in the least 

restrictive environment. 

In 1975, The Education for All Handicapped Children Act, PL 94-142, was mandated 

by Congress to ensure that all children, including children with special needs, receive a 

free, appropriate public education in the least restrictive environment based on the child's 

educational needs (Anderegg & Vergason, 1996; Cook, Tessier, & Klein, 1996; Murdick, 

Gartin, & Crabtree, 2002). This required the establishment of an Individualized 

Education Plan (IEP) to delineate the least restrictive environment based on each 

student's educational needs (Cook et al., 1996; Murdick et al., 2002). In 1990, this 

legislation was reauthorized and renamed the Individuals with Disabilities Education Act 

(IDEA, 2004) and continued to ensure the provision of a free and appropriate public 
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education today (Overton, 1996). Standard protocol considered the academic needs of 

children to support the inclusion of children with special needs in the regular education 

classroom (Cook et al., 1996). Inclusion maximized the student's opportunities to 

receive a quality education. Amended in 2004, this legislation continued to uphold a free 

and appropriate education in the least restrictive environment, including provisions for 

due process, and evaluation to protect the rights of students (NCLB, 2001; IDEA, 2004). 

Murdick et al. (2002) succinctly stated, "the intent of IDEA is for all children to be 

educated in the regular classroom to the greatest extent possible" (p. 98). 

Although some students with developmental or learning disabilities received support 

services, a legal mandate did not exist to address the specific needs of medically fragile 

adolescents. Unless a health problem significantly hindered academic performance, 

chronically ill children often failed to meet the eligibility criteria for IDEA under the 

umbrella of "Other Health Impaired" (Grice, 2002; IDEA, 2004; Thies, 1999). The 

chronically ill child had to exhibit a significant academic deficit that could be directly 

attributed to his or her health impairment before receiving support services. This 

required students to fail before qualifying for academic support. Additionally, existing 

protocol lacked the capacity to assess the duration and effect of illness on academic 

performance (Thies, 1999). Thies (1999) noted the difficulty associated with logistically 

proving a causal relationship between illness and academic performance (Thies, 1999). 

Evidence documented the impact of chronic illness on academic achievement, which 

could be used to design and implement support services to meet the needs of chronically 

ill adolescents before the student exhibited academic deficits (Thies, 1999). Sexson and 

Madan-Swain (1993) expressed additional support, stating, "Although most children with 



chronic illness do not need specific special education placement, they require coordinated 

school interventions to maximize school attendance and facilitate educational and social 

growth" (p. 115). 

Under the United States Department of Education's Office of Special Education 

Program (OSEP), Cooperative Partner Project Forum analyzed state policies related to 

medically fragile children (Muller, 2005). Overall, the findings revealed minimal data 

about medically fragile children. The findings showed that data was outdated and limited 

in scope to include children from birth to age four. As a result, 37 state agencies were 

surveyed (Muller, 2005). The results found that 29 state agencies did not have a 

definition of medically fragile children, while 8 state agencies explicitly defined the term 

medically fragile children. Comparison of the state agency definitions revealed 

consistent descriptions related to the complexity of the medical condition, symptoms, and 

medical devices. Data revealed that 18 state agencies admitted that they did not offer 

formal guidance, while 19 state agencies indicated that they provided formal governance, 

typically in the form of guidelines and procedures. Only two agencies specifically 

addressed health screening, management of illness, involving the parent, medicine 

administration, and an established protocol for an emergency. In regard to educational 

placement of medically fragile children, seven state education agencies did not have any 

data, 15 agencies reported the provision of placement based on student needs, while 15 

agencies stated that the Individualized Education Plan made that determination. Of the 

37 state agencies, 15 agencies included a provision for school health care services, while 

eight state agencies did not have any data. In regard to nursing services, six agencies did 

not account for nursing services, while 30 agencies stated that this is provided under 
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IDEA if included in individualized education plans. This was problematic based on the 

guidelines set in place requiring students to perform two years below grade level before 

meeting the criteria for "Other Health Impaired" status (Grice, 2002; IDEA, 2004). 

According to the United States Department of Education (2012), 48 states requested 

exemptions from ESEA (1965) requirements, including the use of adequate annual 

progress as an accountability measure. These states have adopted the Common Core 

State Standards (CCSS) to improve student learning outcomes (National Governors 

Association Center for Best Practices, 2010). This reform, as outlined by the National 

Governors Association Center for Best Practices (2010), delineated specific academic 

standards, as measured by standardized testing, that all students are expected to learn. 

This includes students with Section 504 instructional accommodation plans. According 

to the National Governors Association Center for Best Practices (2010), instruction will 

be guided by the Universal Design for Learning that allows students to engage in learning 

using a variety of modalities (Rose & Meyer, 2000). Tentatively, instructional 

accommodations will include making text larger, having standardized tests read aloud, or 

highlighting information. 

Accommodations 

Medically fragile adolescents are eligible to receive accommodations under Section 

504 of the Rehabilitation Act (1973). Section 504 is a federally mandated civil rights law 

protecting the rights of individuals with disabilities. It prohibits discrimination and 

requires the provision of equal access to a free, appropriate public education in the least 

restrictive environment. Public schools must provide students with disabilities equal 

opportunities "to obtain the same result, to gain the same benefit, or to reach the same 
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level of achievement" as students without disabilities (Jacob-Timm & Hartshorne, 1994, 

p. 29). Eligibility was determined by the functional impact of a physical or mental 

impairment that required the development of an individualized plan for services, 

explicitly stating provisions for accommodations to promote student achievement. Based 

on individual needs that reflect a substantial limitation, classroom instructional 

accommodations include such things as preferential seating, small group instruction, read 

aloud assignments and tests, repeating directions, extended time for assignments and 

homework, class schedule or attendance adjustments, and rest periods (Wenkart, 2000). 

Clearly delineated accommodations must be provided within the classroom setting as 

well as during testing (Georgia Board of Education, 201 la). Although some students had 

established Section 504 plans, they continued to exhibit academic deficits, indicating the 

need to consider the effectiveness of existing accommodations (Thies, 1999). 

Accommodations entailed more than the provision for extra time to complete an 

assignment. Thies (1999) identified an underlying issue for medically fragile children: 

"Children unable to attend school do not have access to an education, and cannot do the 

homework for the lessons they missed" (p. 396). Additionally, some students may not 

have had Section 504 plan and the absence of instructional accommodations prevented 

the student from receiving the support necessary to succeed academically. 

By law, Section 504 of the Rehabilitation Act (1973) required teacher adherence to 

instructional accommodations. These limited accommodations included instructional 

support within the regular classroom. The confines of the physical classroom failed to 

meet the diverse academic needs exhibited within this population. Requirements for 

Other Health Impaired (OHI) status stipulated that medically fragile children must 
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perform two years below grade level on a summative assessment in order to qualify for 

special education services under IDEA (Georgia Board of Education, 2007; IDEA, 2004). 

The passage of No Child Left Behind legislation, which is the reauthorization of the 

Elementary and Secondary Education (1965), led to teacher accountability for academic 

performance of all students, including medically fragile children (NCLB, 2001). 

Teachers became responsible for differentiating instruction to ensure medically fragile 

children succeeded academically as measured by an annual, standardized assessment. 

Although accountability measures were intended to enhance student achievement, they 

posed notable obstacles and consequences for medically fragile children who exhibited 

increased absenteeism due to chronic illness. These students were expected to 

demonstrate mastery of the standards without additional academic support. 

Of concern was the fact that medically fragile adolescents often exhibited high 

absenteeism due to extended illness (Fowler et al., 1985, Newacheck & Taylor, 1992; 

Thies, 1999), yet, assessment requirements mandated that this population demonstrate 

content mastery as measured by the annual summative assessment (NCLB, 2001). In the 

state of Georgia, existing built-in public school support included hospital/homebound 

services for medically fragile adolescents who were absent more than 10 consecutive 

days (Georgia Department of Education, 201 lb; Sexson & Madan-Swain, 1993). The 

provision of homebound instructional service was limited to three hours of instruction per 

week for all core academic content areas (Georgia Board of Education, 2009; Sexson & 

Madan-Swain, 1993). Another option included enrollment in the Georgia Virtual School, 

where all courses were available online (Georgia Department of Education, 2011). 

However, inflexible class requirements emerged in regard to firm assignment due dates 
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and class completion deadlines. The lack of flexibility revealed limited accommodations 

for medically fragile adolescents who experienced heightened, unpredictable medical 

needs. Thus, although accommodations existed, they were limited. Ineffective 

accommodations impacted the academic achievement of medically fragile adolescents 

and their performance on annual summative assessments. Cumulatively, these factors 

contributed to students' overall academic achievement. This assessment driven initiative 

highlighted the need to consider various elements associated with academic performance 

and educational equity in relation to medically fragile adolescents. 

Assessment Tensions 

Within the past decade, states have developed a variety of education reform efforts to 

improve the quality of public education (Urban & Wagoner, 2009). A prominent reform 

example included high stakes testing. The purpose of high stakes testing aimed to 

improve student achievement. The enactment of the No Child Left Behind Act of 2001 

instilled accountability measures within the realm of K-12 education. In order to comply 

with NCLB (2001), each state was required to test students in specific subjects and grade 

levels, and states were granted broad discretion over the type of testing to be 

administered. The systemic accountability of high stakes testing also carried personal 

consequences for students. While medically fragile students benefited from increased 

focus on raising student achievement, high-stakes standardized testing also posed serious 

obstacles and consequences. 

High stakes testing required all students in the state of Georgia to complete an annual 

summative assessment (NCLB, 2001). Medically fragile adolescents did not qualify for 

special education services under the Individuals with Disabilities Act (IDEA) unless 
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evidence proved that the disability directly impeded the student's ability to learn, which 

resulted in a learning deficit. The state of Georgia did not include an authentic 

assessment approach to guide instruction and document student growth (Georgia Board 

of Education, 2011 a). 

Nursing Services at School 

Considering the heightened medical needs exhibited by medically fragile adolescents, 

nursing services are required within the educational setting. The literature review 

produced evidence that addressed the medical aspect of meeting the health needs of the 

student throughout the course of a school day (Kruger, Toker, Radjenovic, Comeaux, & 

Macha, 2009). According to Sexson and Madan-Swain (1993), 

The school's inability to provide necessary daily health care services for the 
student may limit his or her attendance. The lack of effective emergency 
procedure policies, efficient and dependable medication administration 
capabilities, and provision for certain treatments such as chest physiotherapy may 
make it impossible for the otherwise able child or adolescent to leave home and 
attend school, (p. 120) 

Ideally, nurses provide the necessary medical attention for medically fragile adolescents 

such as administering medication, operating medical devices such as nebulizers, and 

performing disease specific medical management such as blood glucose monitoring, g-

tube feeding, or chest percussion (DePaepe et al., 2002). However, according to Thies 

and McAllister (2001), nurses found the demanding healthcare needs of medically fragile 

children extremely challenging. In addition, parents of medically fragile children 

expressed concern regarding the quality of medical care within the school setting (Gallo 

et al., 2007; Notaras et al., 2002). 
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Psychosocial Factors 

Illness impacts medically fragile adolescents in many different ways. Miceli, 

Rowland, and Whitman (1999) stated, "Although childhood is viewed in terms of its 

potential as a period of growth, for children with chronic illnesses the obstacles to 

development often outweigh the opportunities" (p. 165). Stressors associated with 

medical fragility influenced the development of self-identity and relationships with 

parents, peers, and teachers. Berntsson, Berg, Brydolf, and Hellstrom (2007) identified 

that factors influencing psychosocial behavior included an acceptance of the disease, a 

support network, and personal growth. Taylor, Gibson, and Franck (2008) interviewed 

medically fragile children and identified seven emerging themes related to friendship, 

normalcy, family, compliance, school experiences, healthcare, and the future. Research 

indicated that medically fragile students experienced psychological, social, and emotional 

difficulties that detracted from a positive school experience (Mescon & Honig, 1995; 

Miceli et al., 1999; Sexson & Madan-Swain, 1993; Vila et al., 2003). Vila et al. (2003) 

found medically fragile adolescents developed a heightened awareness of being different 

from their peers that led to social isolation. In addition, the findings by Vila et al. (2003) 

indicated that medically fragile adolescents were five times more likely to refuse to go to 

school than were their healthy peers. This social isolation, according to Mescon and 

Honig (1995), contributed to anxiety, lack of motivation, and the desire to attend school. 

Adolescent Development 

Positioned between childhood and adulthood, adolescence is a transitional stage of 

human development. Significant cognitive, physical, psychological, emotional, and 

social transformations occur throughout this stressful stage of development (Hall, 1904). 
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Historically, social constructs defined adolescence on the basis of chronological age and 

categorical biological changes commonly referred to as puberty (Brooks-Gunn & 

Peterson, 1984). 

New issues and concerns arise in the development of self-identity and autonomy as 

children enter adolescence. During this turbulent period, children transition from 

dependent familial relationships toward interdependent relationships with peers (Larson, 

Richards, Moneta, Holmbeck, & Duckett, 1996). In the process of experiencing physical 

changes, adolescents also make decisions as they develop self-identity. Decisions 

include various aspects related to adolescent experience. The advancement of 

psychosocial development, according to Erikson (1968), included the occurrence of inner 

conflict as individuals grapple with identity formation. Erikson (1968) identified 

developmental stages as consisting of crises that contribute to the maturation of self-

identity. For medically fragile adolescents, this entailed grappling with difficult 

psychosocial issues associated with illness such as otherness, denial, blame, rebellion, 

acceptance, and death (Bessell, 2001; Shiu, 2004; Worchel-Prevatt et al., 1998). Unlike 

their healthy peers, these adolescents encountered the difficult task of learning to balance 

demanding medical needs with social and academic circumstances. 

Psychologically, self-esteem plays a critical role in development during adolescence. 

Self-identity is formed during adolescence. Maslow's hierarchy of needs reflects the 

innate desires for self-worth and unconditional acceptance (Martinez, 2009). Influenced 

by self-perceptions and interpretations, lived experience transforms identity. Throughout 

adolescence, peer relationships become more important as teenagers begin seeking peer 

approval and acceptance (Erikson, 1963). Adolescents become aware of the world 
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around them and they begin experiencing personal challenges and feelings of 

disappointment. The parent-child relationship changes during adolescence, often 

producing parent-child tensions. This transitional change highlights the constant state of 

flux and potential conflict associated with adolescence. Of significance is the fact that 

medically fragile adolescents experience these same issues in addition to debilitating 

symptoms of illness such as: looking different, poor health, and extended absences due 

to hospitalizations or illness, which potentially disrupts healthy adolescent development 

(Atkin & Ahmad, 2001; Eklund & Sivberg, 2003; Hokkanen, Erikkson, Ahonen, & 

Salantera, 2004; Kliewer, 1997; McEwan, Espie, Metcale, Brodie, & Wilson, 2004; 

Rhee, Wenzel, & Steeves, 2007; Thomas & Gaslin, 2001). Autonomy emerges in this 

developmental stage, and Gagnon et al. (2008) found that medically fragile adolescents 

resisted adherence to a medical regimen to achieve a sense of normalcy. 

In reference to cognitive development, Piaget (1972) identified four stages of 

development in which individuals encounter conflict as a result of a gap between beliefs 

and experience. This breach makes it difficult for individuals to assimilate new 

information into the existing knowledge base. Piaget (1972) explained that as children 

move from a concrete operational stage to a formal operational stage, they encounter 

several changes influenced by thought processes and experience. During this tumultuous 

time period, individuals exhibit traits of maturation. Piaget (1972) contended that this 

experience prompts the individual to actively construct meaning from new experiences to 

understand the world. According to Piaget (1972), during the formal operational stage, 

which lasts from ages eleven to adulthood, individuals gradually develop the ability to 

engage in abstract reasoning. Additional research by Cauffman and Steinberg (2000) 
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indicated that the brain is still in the process of developing during adolescence, and 

individuals do not develop the full capacity to make decisions until the mid-twenties. In 

contrast to stage-oriented developmental approaches previously described, 

Bronfenbrenner (1986) viewed adolescent development from a process-oriented 

perspective to consider bidirectional interactions between individuals with consideration 

of the contextually situated environment. 

Adolescence also includes a behavioral component. Bandura's (1977) social learning 

theory explained that individuals learn by observing and imitating modeled behavior. 

This influence is significant during adolescence when individuals encounter stressful 

situations, deal with challenges, and seek peer acceptance. In reference to medically 

fragile adolescents who are beginning to seek autonomy, some adolescents may resist 

adherence to the medical regimen and exhibit defiance toward parents in the hope of 

securing acceptance from peers (Eklund & Sivberg, 2003; Gagnon et al., 2008; Kyngas & 

Barlow, 1995). 

Peer Relationships 

Evidence indicated that medically fragile adolescents value peer relationships 

(Dockett, 2004; Kyngas, 2004; Meuleners, Binns, Lee, & Lower, 2002). However, the 

impact of an illness also contributed to poor self-confidence and the erosion of peer 

relationships due to frequent, fragmented interruptions from school (Atkin & Ahmad, 

2001; Sexson & Madan-Swain, 1993; Shiu, 2001). Shui's (2004) research revealed that 

approximately half of medically fragile adolescents felt socially dislocated, they felt 

different from their peers, and they experienced anxiety about returning to school after an 

extended absence. Findings by both Sexson and Madan-Swain (1993) and Worchel-
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Prevatt et al. (1998) indicated that medically fragile adolescents worried about being 

teased by their peers. Additional research revealed that medically fragile adolescents 

wanted to be perceived as normal by their peers; however, heightened self-consciousness 

of physical differences due to illness contributed to illness, insecurity, and isolation 

(McEwan et al., 2004; Meuleners et al., 2002; Rhee et al., 2007). Another consideration 

included Eklund and Sivberg's (2003) finding that some medically fragile adolescents 

preferred not to disclose their illness in an attempt to be perceived as normal. 

Conversely, healthy peers exhibited difficulty interacting with chronically ill students 

because they are different (Sexson & Madan-Swain, 1993). 

Child Life Specialists 

When medically fragile adolescents required hospitalizations due to illness, they 

experienced an insurmountable feeling of fear, stress, and anxiety (American Academy of 

Pediatrics, 2006; Brewer, Gleditsch, Syblik, & Tietjens, 2006; Cross & Johnson, 1991). 

Fear resulted from a variety of factors, including separation from family and friends, 

disruption of normal routines, and the "unknown." Existing hospital protocol entailed 

addressing medical concerns through interaction with the surgical team prior to surgery. 

However, some adolescents had the opportunity to interact with a child life specialist who 

assisted hospitalized children (Thompson, 1989). According to the Child Life Council 

(1994), child life specialists' training addressed the psychosocial needs of pediatric 

patients. The child life specialist played an important role in helping medically fragile 

adolescents understand impending medical procedures. This role also included the 

responsibility of proactively addressing fears and misconceptions (Child Life Council, 

1994). The child life specialist acknowledged the medically fragile adolescent's 



perspective of the hospital experience and provided trustworthy, age appropriate, medical 

information and support (Child Life Council, 1994; Cross & Johnson, 1991). This 

empowered medically fragile patients, as the individual developed a feeling of control 

that also decreased anxiety and encouraged compliance. 

There was limited data related to child life specialists and psychological preparation 

for impending invasive medical procedures. Research by Brewer et al. (2006) considered 

the impact of a child life specialist on children's anxiety prior to surgery. The study 

involved 142 children and participants were between 5 and 11 years old. Participants 

who worked with a child life specialist exhibited decreased anxiety compared to 

heightened anxiety of participants who did not interact with a child life specialist. 

Similarly, the work of Mahajan et al. (1998) suggested that psychological preparation 

programs prior to surgery decreased both patient and family anxiety. This included 

demonstrations using a doll to model the medical procedure, along with books and 

pictures. Another study by Ellerton and Merriam (1994) indicated that participants who 

attended a presentation, rehearsed the procedure, visited the hospital, and engaged in 

medical play exhibited less anxiety than the control group. Of significance was a 

correlation between parent and child anxiety levels. Medical play, according to Hatava, 

Olsson, and Lagerkranser (2000), decreased patient and familial stress in preparation for 

surgery. In contrast, Kain et al. (1998) indicated that while pre-surgical preparation 

programs reduced anxiety prior to surgery, the effectiveness of psychological preparation 

programs required additional research. The findings revealed that these parents exhibited 

heightened anxiety during surgery; and both the patient and the parent expressed 

increased stress after surgery. 
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School Re-Entry 

Medically fragile students faced additional difficulties following extended absence 

due to health problems (Bloch, 1986; Sexson & Madan-Swain, 1993). This interruption 

became problematic in terms of learning, academic achievement, peer relationships, and 

self-esteem (Bloch, 1986; Thies, 1999). Bloch (1986) estimated that 40% of chronically 

ill children encountered various problems at school. Additionally, the findings showed 

that school attendance, peer relationships, and academic achievement contributed to 

successful adaptation and coping with chronic illness. This indicated the significance of 

designing an effective school re-entry program. Existing literature suggested that 

successful school re-entry contributed to a positive educational outcome (Prevatt, Heffer 

& Lowe, 2000; Sexson & Madan-Swain, 1993). Sexson and Madan-Swain (1993) 

identified an important factor: "For children with chronic illness, the school setting may 

represent the only place where they can be viewed as children and students rather than 

patients" (p. 117). Gartin and Murdick (2009) identified factors that contributed to 

successful school re-entry. These factors addressed the importance of teachers 

understanding the difficulties encountered by the medically fragile child, including the 

illness, treatment, and side effects, to foster effective pedagogy and early intervention if 

difficulties become apparent. Sexson and Madan-Swain (1993) also identified specific 

characteristics related to medical treatment upon school re-entry including, "lethargy, 

chronic nausea, weakness, and fatigue negatively influence the child's return to school 

and hinder classroom functioning" (p. 117). Effective implementation of school re-entry 

programs required the support of state and local school systems. The development of a 

school re-entry program by rosenstein (1987) addressed the needs of students with burn 
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injuries, particularly in reference to developing a provision for physical therapy, as 

students gradually transitioned back into everyday activities, rosenstein's (1987) work 

indicated that this framework could serve as a template to develop school re-entry 

programs for students plagued by illness. 

Teachers 

It was worthwhile to consider teachers' thoughts, feelings, and expectations in 

relation to how these factors affect classroom dynamics, academic achievement, 

accommodations, social interaction, and student growth. This included considering the 

impact of illness on the child, the developmental and academic needs of the child, and 

teacher accountability in an era of high stakes testing. The literature included limited 

evidence related to teachers' perceptions of medically fragile adolescents. 

Existing evidence examined early childhood education teachers' thoughts, feelings, 

and expectations associated with medically fragile children to consider how these factors 

affect classroom dynamics, social interaction, and student growth (Mancini & Layton, 

2004; Smith & Smith, 2000; McDonnell, Thorson, McQuivey, & Kiefer-O'Donne, 1997). 

Research by Clay et al. (2004) and Nabors, Little, Akin-Little, and Iobst (2008) revealed 

that regular education teachers lacked confidence in working with medically fragile 

children. Studies by various researchers indicated that teachers were often uncomfortable 

with the unique demands associated with medically fragile children (Logan, Simons, & 

Kaczynski, 2005; Mukheijee et al., 2000; Nabors et al., 2008; Olsen et al., 2004). 

However, research by Olsen et al. (2004) revealed that teachers expressed heightened 

interest in learning about the child's medical needs. 



54 

The diverse individual needs of medically fragile students were affected by limited 

teacher knowledge or experience related to working with medically fragile children 

(Lynch et al., 1993; Mukheijee et al., 2000; Sexson & Madan-Swain, 1993; Sexson & 

Madan-Swain, 1995; Taras & Potts-Datema, 2005). This inexperience was associated 

with the absence of or ineffective accommodations necessary to promote student 

achievement. A survey by Fowler et al. (1985) indicated that 20% of teachers were not 

aware that some of their students had a chronic illness such as diabetes, epilepsy, or 

asthma. Similar results by Mukheijee et al. (2000) confirmed the finding regarding the 

lack of teacher knowledge of students' medical ailments. Another study by Lynch et al. 

(1993) further substantiated this finding by showing that approximately half of the 

teachers did not feel prepared to work with a medically fragile child. In concurrence, 

research by Sexson and Madan-Swain (1995) indicated that teachers were unfamiliar 

with medical conditions, they were uncomfortable, and they felt unprepared to teach 

medically fragile children. In congruence with the findings of Rynard et al. (1998), 

Sexson and Madan-Swain (1995) showed that limited knowledge coupled with 

preconceived notions about medically fragile children resulted in lower expectations of 

students. Teachers also exhibited anxiety about peer acceptance and the level of 

individualized attention required by medically fragile students. Further support included 

Lynch et al.'s (1993) work that indicated that teachers were concerned with covering 

academic content, which resulted in overlooking the needs of medically fragile students. 

According to Ray (2003), teachers were concerned about liability and some teachers 

refused to monitor student medication and meals. Ashton and Bailey's (2004) findings 

urged teachers to learn about the medically fragile adolescent's disease and its effect on 
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their education. Cumulatively, Ashton and Bailey's (2004), Cunningham and Wodrich's 

(2006), and Sexson and Madan-Swain's (1993) work indicated that inaccurate 

information impeded academic growth by setting unrealistic goals, adhering to inflexible 

pedagogy that did not consider the diverse needs of the learner, and over- or under-

protecting the student. Teachers' responses were often polarized, ranging from empathy 

and support to ignorance and insensitivity. This produced a dichotomy in terms of 

instructional implications that obstructed the assimilation necessary to promote academic 

achievement (Mukheijee et al., 2000; Rynard et al., 1998; Sexson & Madan-Swain, 

1993). Mescon and Honig (1995) addressed the significance of the classroom climate to 

include play, learning opportunities, and peer interaction. This environment fostered 

social and academic development by creating a sense of normalcy for medically fragile 

students. 

Research indicated that teachers' lacked confidence in meeting the academic and 

social needs exhibited by medically fragile adolescents (Nabors et al., 2008; Logan et al., 

2005; Sexson & Madan-Swain, 1993). Evidence existed in relation to teacher 

perceptions of medically fragile children in the classroom (Smith & Smith, 2000; Taras & 

Potts-Datema, 2005). Taras and Potts-Datema (2005) surveyed teachers regarding their 

perceptions of children with chronic illness, and the responses indicated that teachers 

were not concerned about academic deficits. Rather, they were concerned about the 

limited instructional time available and medical knowledge to care for these students. 

Additionally, teachers expressed interest in learning more about chronic illness (Taras & 

Potts-Datema, 2005). This aligned with Krier's (1993) findings, revealing that teachers 

felt unprepared to work with medically fragile students, but they expressed interest in 
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receiving training. Conversely, research by Mukheijee et al. (2000) revealed that 

chronically ill children experience discrimination in public schools due to the 

unwillingness of teachers to accommodate diverse medical needs. Ireys and Gross 

(1994) expressed concern about misconceptions concerning medically fragile students 

regarding perspectives, expectations, and abilities that limit medically fragile children's 

opportunities to participate in a positive school experience. According to Frieman and 

Settel (1994), teachers did not consider the effective integration of medically fragile 

adolescents into the classroom. This attempt at accommodation included understanding 

the illness and its impact on social and academic development and communicating with 

parents to meet the needs of medically fragile students. 

Parents 

There was substantial data related to parents' perceptions and experiences of their 

medically fragile child's healthcare (Coffey, 2006; Gallo et al., 2007; McBride, McBride-

Henry, & Van Wissen, 2010; Notaras et al., 2002; Ratliffe et al., 2002). However, there 

was little data on parental perceptions of the educational needs of medically fragile 

adolescents (Kliebenstein & Broome, 2001). Research by Gagnon et al. (2008) focused 

on parent perceptions of healthcare, and identified the frustration parents experience 

regarding the lack of communication between health care providers and schools. Other 

studies reported that parents felt schools were unaware of their child's needs, indicating a 

deficiency in communication among parents, schools, and health care providers (Asprey 

& Nash, 2006; Notaras et al., 2002; Moore, Kaffenberger, & Goldberg, 2009; Lynch et 

al., 1993; Sexson & Madan-Swain, 1995). This lack of communication compromised 

educational support services. Cunningham and Wodrich's (2006) work suggested that 
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health care providers discuss classroom implications in order to enable teachers to 

accommodate the needs of medically fragile adolescents. Similarly, research by Smith, 

Taylor, Newbould, and Keady (2008) revealed inconsistencies in school adherence to 

required medication protocols. 

Considering the significant role parents play in the lives of medically fragile students, 

research has addressed this topic by seeking associations with the educational realm. 

Corresponding data were absent from the literature. The existing literature addressed 

parental concerns regarding the medical care children received while at school (Notaras 

et al., 2002). Data indicated that 48% of parents stated that their medically fragile child 

required medical care at school, including meal supervision, injecting insulin, measuring 

blood sugar, nebulizer and inhaler treatments, administering medication, asthma 

treatment, and administration of intravenous antibiotics (Notaras et al., 2002). Of 

interest, 64% of parents believed teachers needed specific knowledge and skills to care 

for their child. However, 57% of the respondents did not feel teachers had adequate 

training to accommodate their child's medical needs. Concerns related to medical 

management influenced some parents' decisions not to enroll their child in public schools 

(Notaras et al., 2002). Furthermore, a key factor impacting parents' confidence in 

teachers was their attitude toward medically fragile students (McBride et al., 2010; Norris 

& Closs, 1999; Sexson & Madan-Swain, 1993). Combined, these factors indicated a gap 

in existing policy to ensure that the varied needs of this population were addressed. 

According to Norris and Closs (1999), some parents of medically fragile children 

believed their child was marginalized and excluded. Lynch, et al.'s (1993) study 

indicated that parents believed that teachers did not understand or were misinformed 
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about their child's medical condition. This was significant and warranted additional 

investigation given that teachers play a pivotal role in the academic success of medically 

fragile children. 

Medically Fragile Adolescents 

As medical advances occur, more medically fragile adolescents enter public school 

(Newacheck et al., 1998). Current data related to medical fragility was mainly limited to 

cancer (Chekryn, Deegan, & Reid, 1987; Peckham, 1993; Sullivan, Fulmer, & Zigmond, 

2001). Minimal studies addressed the inclusion of medically fragile children in the 

regular classroom (Bessell, 2001; Coe, 1989; Thies, 1999; Worchel-Prevatt et al., 1998). 

Evidence was also lacking in the area of medically fragile adolescents' perceptions, 

perspectives, and educational goals. Thies (1999) indicated that teachers were aware that 

academic difficulties occurred in the classroom as a result of emotional duress. However, 

teachers did not account for discrepancies between existing instructional 

accommodations and the impact of illness on the academic performance of medically 

fragile children. Studies by Thies (1999), Bessell (2001), and Worchel-Prevatt et al. 

(1998) concluded that medically fragile adolescents worried about completing missed 

work and keeping up with current assignments. 

Bessell's (2001) work found that medically fragile adolescents sought the consistency 

and continuity associated with school. These students desired normalcy within the 

classroom rather than heightened attention to the illness itself. Shiu's (2001) research 

also indicated that some students did not want to share information about their illness or 

extended absence because they wanted to be treated like the other students in the class. 

Cunningham and Wodrich (2006) indicated that medically fragile children frequently 
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exhibited heightened anxiety, which further compromised their health and education as 

they coped with their illness; it impacted family dynamics; as well as the child's future 

(Cunningham & Wodrich, 2006). 

Cystic Fibrosis 

Fifty years ago, few children with cystic fibrosis lived beyond the age of 5 (National 

Cystic Fibrosis Foundation Registry Report, 2011; Proesmans, Vermeulen, & DeBoeck, 

2008; Pugh & Pickup, 1967). Pugh and Pickup (1967) tracked the incidence and survival 

rates of cystic fibrosis from 1952 until 1962. During this time, 132 individuals were 

identified: 56 infants died before the age of one; 75 children had died by 1956; and of the 

remaining 57 children, 15 children lived to age 10 or older. However, medical advances 

in recent decades have raised the median survival to 38.3 years (National Cystic Fibrosis 

Foundation Registry Report, 2011). 

Cystic fibrosis, a chronic, life-threatening disease, requires frequent health 

monitoring. Individuals afflicted with cystic fibrosis produce thick, tenacious mucus that 

harbors harmful bacteria in the lungs resulting in frequent, pervasive lung infections. 

Lung exacerbations often demand oral, inhaled, and intravenous antibiotic therapy in 

combination with chest physiotherapy to combat respiratory infections. This mucus also 

blocks the release of digestive enzymes produced in the pancreas. The absence of 

enzymes inhibits the absorption of nutrients from food. 

Ubiquitous symptoms of cystic fibrosis impact academic performance (Fowler et al., 

1985). DePaepe et al. (2002) explained that daily medical needs often included oral and 

inhaled medication, chest physiotherapy, or supplemental feeding through a 
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gastrointestinal tube. Coe's (1989) research found that adolescents with cystic fibrosis 

were often ill or hospitalized due to lung exacerbations leading to excessive absences as a 

result. 

Further research by Staab et al. (1998) examined the relationship of subjective 

perceptions of health and the coping mechanisms of individuals with cystic fibrosis in 

relation to health-related quality of life. Results indicated that adolescents and adults 

with cystic fibrosis who exhibited effective coping skills displayed better health-related 

quality of life, while those who exhibited poor coping mechanisms were found to exhibit 

a lower health-related quality of life. The findings also revealed that some individuals 

believed they were sick, yet the health-related quality of life assessment indicated 

otherwise. Data analysis revealed a discrepancy between subjective perceptions and 

health assessments. This disparity was significant in addressing intensive medical 

regimens and patient compliance. The results of this study suggested that individuals 

with cystic fibrosis needed both medical and psychological support to cope with this 

invasive disease. Meuleners et al. (2002) considered the quality of life of adolescents 

afflicted with a chronic illness. From the perspective of teachers, parents, and health 

professionals, participants' responses indicated consensus on three topics: the 

adolescent's attitude, peer relationships, and family relationships. Both parents and 

health professionals categorized physical health as extremely important, whereas teachers 

did not rate this as important. 

The qualitative component of the work done by Staab et al. (1998) identified three 

themes: normalcy; a positive attitude; and planning for the future. In reference to quality 

of life, 68% of teachers and 50% of parents and medical professionals believed that 



chronically ill adolescents exhibited a lower quality of life compared to healthy peers. 

The researchers contended that raising awareness of various groups could improve the 

experience of chronically ill adolescents. Furthermore, the authors suggested that future 

research should involve the perspective of the chronically ill adolescent. 

Homeschooling 

Evidence indicated homeschooling is increasing in prevalence (Barwegen, Falciani, 

Putman, Reamer, & Stair, 2004; Cai, Reeve, & Robinson, 2002; Ray, 2010). Described 

as an alternative to traditional education, homeschooled students learn at home. 

According to the National Center for Educational Statistics (2008), it was estimated that 

more than 1.5 million children are homeschooled. Evidence indicated that significant 

factors in the decision to homeschool included religious beliefs and dissatisfaction with 

the public school system (Mayberry & Knowles, 1989; Van Galen, 1987; Welner, 2002). 

Two notable Supreme Court cases shaped homeschooling legislation: Meyer v. 

Nebraska (1923), and Pierce v. Society of Sisters (1925). These cases set the precedent 

for questions related to parental rights and schooling. The jurisdiction recognized the 

rights of parents and allowed parents to govern their children's education. Additionally, 

these cases delineated the state's right to regulate schooling. 

In Meyer v. Nebraska (1923), the Supreme Court supported parents' fundamental 

right to "establish a home and bring up children," because it is "a private realm of family 

life which the state cannot enter." However, the court addressed "the power of the State 

to compel attendance at some school and to make reasonable regulations for all schools." 

In 1925, the Supreme Court presided over Pierce v. Society of Sisters (1925) and 

rejected an Oregon law that was created to close a parochial school system by requiring 
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all children to attend public school. The outcome of the case addressed the limited power 

of the state, whereby it was recognized that the state cannot, "standardize its children by 

forcing them to accept instruction from public teachers only." The court declared, "the 

child is not the mere creature of the state" and that parental rights include the power to 

"direct the education of children by selecting reputable teachers and places." In 

alignment with Meyer v. Nebraska, the court stated, "no question is raised concerning the 

power of the state reasonably to regulate all schools, to inspect, supervise and examine 

them, their teachers and pupils." 

Taylor-Hough's (2010) research found that for academic achievement as measured by 

standardized tests, "any method of homeschooling will most likely raise their child's test 

scores above those of their traditionally schooled counterparts" (p. 6). Martin-Chang et 

al. (2011) also studied the academic achievement of homeschoolers in comparison to 

peers enrolled in a traditional school. Data indicated that homeschooled students' 

outperformed peers in traditional school. The findings of this study support previous 

findings by Rudner (1999) and Ray (2010) that indicated that homeschoolers perform 

better than the standardized norms in every subject. Barwegen et al. (2004) examined 

why homeschoolers demonstrated better academic achievement and concluded that 

parental involvement contributed to higher standardized test scores. Duvall, Delquadri, 

and Ward (2004) suggested that academic achievement resulted from smaller class sizes, 

individualized instruction, and additional instructional time attending to core subjects. 

Technology 

Technology can provide access to learning. With the adoption of technology in the 

classroom, instructional focus should be centered the learner and the learning process. 
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Clark (2001) and Schramm (1977) asserted that technology is simply a modality of 

instruction delivery. Evidence indicated that audio-visual and computer multimedia 

contribute to significant differences in learning, but Clark (1983) argued that the 

instructional strategies played a pivotal role in student growth. Similarly, research by 

Bonk and Reynolds (1997) found that, as a delivery mechanism, technology established 

accessibility, yet achievement was influenced by the quality of instructional strategies 

incorporated into online learning. Kozma (2001) reported that the unique capabilities of 

a computer were necessary to promote meaningful learning, but student interaction 

exercises the ultimate influence over learning. 

Online Learning 

Many terms were used in reference to online learning (Carliner, 1999; Khan, 1997). 

The terms "virtual classroom," "interactive technology," and "mobile technology" were 

used interchangeably throughout this paper. A review of the literature revealed limited 

data about online learning in the K-12 setting (Barbour & Reeves, 2009; DiPietro, Ferdig, 

Black, & Preston, 2008). However, the United States has recently experienced an 

increase in online learning enrollment (Setzer & Lewis, 2005). In 2010, according to 

Wicks (2010), approximately 1.5 million K-12 students participated in online learning. 

Watson, Murin, Vashaw, Gemin, and Rapp (2010) explained that online learning was 

available to students in 48 states through state virtual schools, district online schools, 

private online providers, and postsecondary schools. Flexible and accessible, regardless 

of location and distance, online learning was used as a tool to engage learners and 

promote learning. Ally (2004) defined online learning as, 



64 

The use of the internet to access learning materials; to interact with the content, 
instructor, and other learners; and to obtain support during the learning process, in 
order to acquire knowledge, to construct personal meaning, and to grow from the 
learning experience, (p. 5) 

Online learning, an Internet-linked mechanism, provided instruction and supported 

teacher-student interaction in pursuit of learning (Picciano & Seaman, 2009; U. S. 

Department of Education, 2007). Benefits associated with online learning included 

accessibility, flexibility, facilitation of quality instruction, improved student learning 

outcomes, and reduced budget expenses (Berge & Clark, 2005; Christensen & Horn, 

2008). Models of online learning varied in regard to pedagogical practices: asynchronous 

learning, synchronous instruction, virtual simulations, and modular instruction (Murphy 

& Coffin, 2003; Nippard, 2005). Drawbacks of online learning included technology 

expenses, Internet access, non-accreditation, and diverse student learning traits (Berge & 

Clark, 2005; Hernandez, 2005). 

Barman et al. (2002) and Weiner (2003) identified specific instructional components 

needed to support student achievement. These criteria included: collaborative 

instructional design, clear course expectations, due dates, clear course requirements, 

sound curriculum, and flexibility. In support of student achievement, Archambault et al. 

(2010) asserted that online learning offered individualized instruction to achieve learning 

outcomes. Twigg (2003) indicated that online learning provided learning opportunities 

that included active student engagement and increased motivation in the development of 

conceptual understandings. Online learning, as proposed by Barab, Squire, and Dueber 

(2000), fostered a participatory educational approach to learning. Weiner (2003) found 

that successful online learners exhibited the following characteristics: intrinsic 

motivation, independence, and self-direction. In addition, Roblyer and Marshall (2003) 



indicated that technological competence, language skills, a positive self-concept, 

willingness to ask for assistance, and parent involvement contributed to student success 

in online learning. Levin and Belfield (2009) explained that the flexibility and 

differentiation associated with online learning contributed to student achievement, 

particularly with at-risk students likely to drop out of school. In reference to instructional 

factors, Smouse's (2005) work revealed that frequent interaction and feedback from the 

instructor was critical to student success. Student interaction, according to Zucker 

(2005), was also an important variable for online learners. Kapitzke and Pendergrast 

(2005) indicated that the instructor's technological competence impacted student 

achievement. In consideration of the learning environment, research by Riel and Polin 

(2004) and Schwen and Hara (2004) addressed the benefits of online learning to include 

the establishment of a community that supported social interaction, learning, and 

academic achievement. 

According to Rossett (2002), instructional design must consider the needs of the 

learner, instructional content and materials, as well as support. Quality online instruction 

incorporated elements of authenticity, interaction, and collaboration to produce positive 

learning outcomes. Additionally, situated learning contextualized the learning experience 

in a relevant and purposeful way. Ally (2004) explained that instructional strategies 

should be selected to motivate learners, facilitate deep processing, build the whole 
person, cater for individual differences, promote meaningful learning, encourage 
interaction, provide feedback, facilitate contextual learning, and provide support 
during the learning process, (p. 6) 

In consideration of existing evidence, future research is needed to support the effective 

implementation of online learning within the K-12 setting to facilitate student 

achievement. 
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Social Learning Theory 

Bandura's (1977) social learning theory postulated that learning was inextricably 

linked to social context. Individuals learn from each other through observational 

learning, imitation, and modeling. Communication enabled individuals to continuously 

learn and construct meaning. Cognition played a role in the learning process. 

Bridging behaviorist and cognitive learning theories, social learning theory 

encompassed the idea that learning occurs in a social context (Ormrod, 1999). Bandura 

(1989) asserted the significance of modeling by stating, "In learning by modeling, they 

derive the conceptions from observing the structure of the behavior being modeled" (p. 

46). Learning by observing the effects of others' actions influenced personal choice and 

development by conveying specific expectations, competencies, and values (Bandura, 

2001). Social learning theory considered the cumulative impact of social influences, and 

reciprocal determinism addressed the various influential dynamics of behavior, personal 

variables, and the environment. This interaction between the individual, environment, 

and social experience reciprocally influence each other (Bandura, 1986). Another aspect 

of social learning included consideration of the interaction of social influences in relation 

to the mind. Personal agency encompassed self-regulation, motivation, and self-efficacy, 

which were driven by social influences. Bandura (2009) asserted, "People are self-

developing, proactive, self-regulating, and self-reflective, not just reactive organisms 

shaped and shepherded by environmental events or inner forces" (p. 95). When 

individuals believed they could be successful, they were more likely to engage and persist 

in activities, thus fostering motivation, self-efficacy, and ultimately academic 

achievement. 



Interactive technology was linked to social learning theory because this modality 

established a meaningful, situated context for social interactions and learning. Through 

observation, interaction, and collaboration with teachers and peers, students constructed 

meaning. Bandura (1989) stated, "Human expectations, beliefs, emotional bents and 

cognitive competencies are developed and modified by social influences that convey 

information and activate emotional reactions through modeling, instruction and social 

persuasion" (p. 3). The community, social media, and peers influenced social 

interactions. Combined, these factors impacted the construction of meaning. The 

establishment of a community collectively strengthened relationships within the 

classroom, including peer relationships and student-teacher relationships. This 

foundation, according to Sherman and Kurshan (2005), provided the necessary platform 

for technology to be successfully incorporated into class instruction, allowing students to 

study, learn, and communicate with each other. As technology continues to advance, it 

has the potential to improve communication. This will foster the development of a 

student centered learning environment to enhance the learning experience further. 

Self-Determination Theory 

Motivation undergirds self-determination theory (Deci & Ryan, 1985). Individuals 

are innately curious about the external world. This natural interest leads to learning and 

building a foundation of knowledge. Three multi-directional factors influenced self-

regulation, academic achievement, and growth: autonomy, competence, and relatedness 

(Niemiec & Ryan, 2009). In a supportive environment, scaffolded support allowed 

students to develop confidence and self-esteem which foster autonomy and competence 

(Niemiec & Ryan, 2009). A key component was relatedness: students feeling connected 
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to the world around them enhanced the value and meaning of academic and social 

experiences. This sense of belongingness facilitated individual growth. Combined, these 

factors contributed to the development of self-regulation, a significant factor in pursuing 

and achieving academic success. 

Whemeyer and Schwartz (1998) defined self-determination as "people controlling 

their own lives and their own destinies" (p. 76). Existing research suggested that higher 

levels of self-determination were associated with independence and better outcomes 

(Agran, Blanchard, & Whemeyer, 2000; Whemeyer, & Schwartz, 1998). Additionally, 

research by Martin et al. (2003) indicated that instruction in developing self-

determination skills fosters student achievement. 

Conclusion 

The diverse medical, social, and academic needs of medically fragile adolescents are 

complex. It is not the responsibility of one faction to ensure that this population is 

granted the opportunity to experience a relatively normal educational experience. Rather 

it entailed effective collaboration and communication among several parties, including 

healthcare providers, nurses, teachers, parents, and medically fragile students (Asprey & 

Nash, 2006; Gagnon et al., 2008; Lynch et al., 1993; Moore et al., 2009; Notaras et al., 

2002; Novello et al., 1992; Thies, 1999). The literature review revealed a void in the 

literature related to medically fragile adolescents, which contributed to the significance of 

this study. This qualitative case study focused on gaining insight into the experience of a 

medically fragile adolescent in relation to education. 



CHAPTER 3 

RESEARCH DESIGN AND METHODOLOGY 

I adhered to a systematic protocol throughout data collection and the creation of new 

knowledge. In this chapter, I present the methodological approach of my study, including 

the exact methods used in the establishment of an organized approach to address the 

overarching research question: What is the educational experience of a medically fragile 

adolescent? The research question sought to capture a contextualized understanding of 

this bounded case. 

My pilot study led to the awareness of an existing gap: the medically fragile 

adolescent's voice was not found in current literature. This warranted the consideration 

of the unique medical, academic, and social needs exhibited by individuals within this 

population. I examined the everyday experience of Violet, an adolescent who has cystic 

fibrosis. Studying the fluid, fluctuating interaction of cystic fibrosis and daily life, I 

asked: How does medical fragility impact her lived experience? Does cystic fibrosis 

pervade the essence of being or is it a muted characteristic embedded within a teenager's 

experience? How does cystic fibrosis influence social and academic interactions on a 

daily basis? 

In the presentation of my methodological approach, I discuss the following 

components: case study research design, the purposive selection of the participant in the 

study, data collection measures, data analysis and interpretation methods, trustworthiness 
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of the study, ethical considerations, and limitations. Combined with researcher visibility 

as parent-researcher, these components formed the foundation that guided the research 

process. 

Problem and Purposes Overview 

There is little research intended to support the academic achievement of medically 

fragile students. My pilot study revealed a flaw in existing Section 504 instructional 

plans that attended to medical needs and a neglect of effective instructional 

accommodations. Given that these students often exhibited excessive absenteeism due to 

illness or hospitalization, consideration of potential accommodations was warranted 

because academic concerns existed. I studied the ordinary experience of an individual 

living with medical fragility to identify commonalities as well as particularities of the 

case (Stake, 1995). To capture a holistic, authentic portrayal of the multi-faceted impact 

of illness, I investigated a particular adolescent's educational experience: an adolescent 

who, due to heightened medical needs, did not attend a traditional public school; rather 

she used technology to participate in online courses to engage in learning. This situation 

recognized the emic perspective (Creswell, 2007). Studying the ordinary and particular 

experience from the perspective of a medically fragile adolescent included consideration 

of contextualized thoughts, interpretations, and experience related to illness, peers, and 

learning. In pursuit of new insight, an emic approach was incorporated to obtain new 

insight that made it possible to better understand unusual health needs and diverse 

characteristics embedded within lived experience (Creswell, 2007; Stake, 1995). In 

addition, this approach prompted consideration of instructional practices in relation to the 

unique medical, academic, and social needs of medically fragile adolescents. 



Rationale 

I examined the bounded case of a medically fragile adolescent, Violet, in relation to 

education. Qualitative research accounted for subjective interpretations of reality. It 

allowed for consideration of experience that was previously invisible (Creswell, 2007; 

Denzin & Lincoln, 2000; Guba, 1990; Lincoln & Guba, 1985). A naturalistic approach 

allowed for the observation of the phenomenon in its authentic state to capture an emic 

viewpoint (Guba, 1990; Merriam, 2002; Patton, 1990; Stake, 1995; Yin, 2003). I 

examined the intricate, contextual nature of the bounded case (Stake, 1995). Positioned 

within situated contexts, as a parent-research observer, I discerned everyday experience 

to capture, interpret, and reflect on Violet's meaning-making process (Guba, 1990; 

Merriam, 2002; Patton, 1990; Stake, 1995; Yin, 2003). This case study included the 

exploration of typical daily experience as well as atypical experiences (Stake, 1995). I 

considered Violet's personal interpretations to develop a detailed understanding of her 

constructed reality (Stake, 1995; Yin, 2003). 

Case study research design permitted me to focus on a particular individual's 

situation in a natural setting to consider the intricate complexities of the bounded case 

(Merriam, 2002; Patton, 1990; Stake, 1995; Yin, 2003). Holistically, this qualitative 

approach allowed for an in-depth account of Violet's experiences, perspectives, and 

interpretations (Reissman, 2008). The collection of extensive, rich, authentic data 

contributed to learning about living with illness. This inquiry revealed a previously 

undisclosed perspective and added new information to the existing body of knowledge. 
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Research Question 

The following research question guided this intrinsic case study: What is the 

educational experience of a medically fragile adolescent? This question included 

consideration of a medically fragile adolescent's thoughts, perspectives, and 

interpretations of experience that pertained to illness and learning. A subsequent sub-

question emerged during the inquiry process: What is the significance of online 

learning? This question considered the intersection of technology and learning. 

Population and Sample 

The emphasis of the study focused on medically fragile students who comprise 13.9% 

of the overall general student population in public schools (U. S. Department of Health 

and Human Services, 2008). In pursuit of the overall objective of this qualitative study, I 

included purposeful sampling (Creswell, 2007; Patton, 1990). This form of sampling 

aligned with the intent of this inquiry to study an unusual case (Creswell, 2007; Stake, 

1995). Purposive in nature, this technique was instrumental in collecting rich, authentic 

data (Creswell, 2007; Lincoln & Guba, 1985; Stake, 1995; Yin, 2003). It also allowed 

others to learn about the phenomenon (Creswell, 2007). 

Denzin and Lincoln (2000) maintained that qualitative research provided a venue for 

voice. This approach was significant to this case study because evidence related to 

medical fragility indicated that adolescents were a "silent" population as this perspective 

was absent from the literature (Denzin & Lincoln, 2000). Specific criteria guided 

participant selection. This contributed to the development of an understanding of the 

circumstances of the case being studied. Requirements for participant selection in this 

study included being an adolescent who was medically fragile. 
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Accessibility was a significant factor to contemplate in pursuing qualitative research. 

Hence, purposive sampling accounted for accessibility during sampling selection (Stake, 

1995). Due to the contextual nature of this study, it was imperative that the researcher 

and the participant had easy access to each other to create, establish, and maintain contact 

(Reissman, 2008). Location and participant availability were important factors to 

consider. My unique positioning as parent-researcher established trustworthiness and 

accessibility. 

Violet, my daughter, met the criterion of being a medically fragile adolescent. 

Purposeful selection allowed Violet to participate in this study due to her unique 

circumstances, which aligned with the aim of this study (Creswell, 2007; Patton, 1990; 

Stake, 1995). Diagnosed with cystic fibrosis at birth, Violet, aged 15, was in 10th grade. 

She lived with both parents and two sisters. One sister also had cystic fibrosis. The 

demands of her daily medical regimen coupled with frequent doctor's visits, 

hospitalizations, and intravenous antibiotic therapy conflicted with the possibility of 

attending a local school. These factors influenced the decision to pursue an alternate 

educational route. Violet was homeschooled, along with her two sisters and cousin, from 

kindergarten through 7th grade. Two years ago, Violet began participating in a variety of 

online academic courses to continue her education. Her online course load included 

Advanced Placement Physics, Pre-calculus, American Literature, American History, and 

Latin III. 

Case Study Research Design 

A qualitative research methodology undergirded this study. Case study design was 

described as a systematic, yet flexible, research approach. Delineated procedures 
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strategically supported rich data collection. The research design of this study embedded 

the interpretive-constructivist paradigm to understand human interaction and social 

experiences from Violet's perspective (Denzin and Lincoln, 2000). 

Case studies examine a specific issue within a bounded system to exemplify an issue 

(Creswell, 2007). According to Creswell (2007), case study is "a methodology, a type of 

design in qualitative research, or an object of study, as well as a product of the inquiry" 

(p. 73). It is described as a detailed, in-depth exploration of a bounded system based on 

extensive, authentic data collection (Creswell, 2007). 

According to Yin (2003), the justification for case study methodology emerges from a 

research question designed to understand complex social phenomena. Case study 

methodology allows a qualitative inquiry to preserve the holistic and meaningful 

characteristics of real life events. This correlation with the interpretive-constructivist 

paradigm was intended to facilitate understanding of the subjective experience of the 

individual, from the emic perspective of a medically fragile adolescent and her 

construction of reality (Creswell, 2007; Stake, 1995). Stake (2005) provided additional 

support by indicating that a case study is not defined by the specific methodologies 

adopted, but rather it is determined by interest in the individual case. Furthermore, Stake 

(2005) stated, "Case study is not a methodological choice but a choice of what is to be 

studied" (p. 443). This clarified my position in this research: I specifically chose to 

study a "bounded system" that is of interest to me as a researcher (Stake, 2005). The 

bounded system, or unit of analysis, in this study was an individual adolescent whose 
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experience occurred in a naturalistic context, within a specific timeframe (Stake, 1995; 

Yin, 2003). Hence, my methodological approach developed from this initial intention to 

consider the experience of a single individual. 

My research design can be further delineated as an intrinsic case study (Stake, 1995). 

This intrinsic case study aimed to, "focus in on the case itself because the case presents 

an unusual or unique situation" (Creswell, 2007, p. 74). This case was not intended to 

represent any other cases or illustrate a specific problem. Rather, as Stake (2005) 

explained, an intrinsic case study examines the case "in all its particularity and 

ordinariness, the case itself is of interest" (p. 445). Furthermore, Stake (2005) contended 

that the intrinsic case study design aimed to develop the case's particular issues, contexts, 

and interpretations using "thick description" (p. 450). Justification for case study 

methodology included a clearly identifiable bounded system in which the inquiry was 

initiated to develop an in-depth understanding of the particular case (Creswell, 2007; 

Patton, 1990; Stake, 1995; Yin, 2003). Yin (2003) emphasized the significance of 

context as it related to case study methodology. Context allowed the phenomenon to be 

observed and interpreted in its natural setting. Combined, these factors contributed to the 

development of a detailed understanding of the bounded case. 

The implementation of a case study design for my research was supported for the 

following reasons. This research design allowed for an in-depth investigation of a unique 

phenomenon, which involved observing a medically fragile adolescent in a variety of 

contextualized situations relative to her subjective experiences. Stake (1995) explained 

that subjectivity was an essential trait necessary to understanding a phenomenon. This 

in-depth investigation captured a holistic perspective of an individual across situations, 
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allowing for the collection of rich descriptive data (Merriam, 2002; Patton, 1990; Stake, 

1995). Yin (2003) identified three facets of case study design: describing, 

understanding, and explaining. Case study design allowed me to pursue in-depth, 

detailed descriptions necessary to generate an understanding of the impact of medical 

fragility on Violet's educational experience. The case study design also allowed readers 

to form their own interpretations and develop an in-depth understanding of medical 

fragility and its impact on educational experience. 

Also of significance was that case studies exhibit the potential to provide participants 

with a venue for voice (Creswell, 2007; Denzin & Lincoln, 2000). The literature review 

revealed etic perspectives of medical fragility; however, medically fragile adolescents 

were "voiceless" when it came to this perspective and the topic of subjective reality 

impacted by lived experience (Creswell, 2007; Denzin & Lincoln, 2000; Stake, 1995). 

According to Cohen, Manion, and Morrison (2001), case study design recognized the role 

of context in the construction of subjective reality. It provided a narrative of temporally 

situated events. Another advantage of a case study included its ability to consider 

unexpected events and uncontrolled or confounding variables (Stake, 1995). A case 

study design contributed to developing a contextualized understanding of experience. 

Specifically, this study considered the impact of illness on an adolescent's educational 

experience to identify veiled complexities and instructional implications. Furthermore, 

although results were not intended to be generalizable, the particularization within a case 

study provided insight into other similar situations consistent with the purpose and 

rationale of this study (Guba, 1990; Stake, 1995). 
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Setting 

Positioning is important in qualitative research. Qualitative researchers seek to 

position themselves in an organic setting (Stake, 1995). The qualitative research 

approach involves the inclusion of an interpretive perspective of phenomena occurring in 

a natural setting (Denzin & Lincoln, 2000; Guba, 1990; Merriam, 2002; Stake, 1995; Yin, 

2003). This allowed me, as a parent-researcher, to observe and document the ordinary 

behavior and experiences of the bounded case to develop a holistic understanding of the 

case itself (Stake, 1995). Guided by inquiry, this study occurred in Violet's natural 

environment, her home, where she participated in online learning, in order to capture a 

panoramic view of her ordinary, daily experience. 

Data Collection 

In alignment with case study methodology, data collection measures included letters, 

narratives, journal entries, informal casual conversations, interviews, and photographs to 

capture a holistic, detailed account of Violet's experience (Creswell, 2007; Patton, 1990; 

Stake, 1995; Yin, 2003). I created a data collection timeline to document the inquiry 

process (Table 2). This approach enabled me to initiate open-ended conversations with 

Violet. I collected rich data to learn about her reality and develop an in-depth 

interpretation of her emic experience (Stake, 1995). My positioning facilitated the 

development of perceptions and insight (Creswell, 2007). This contributed to 

understanding of the multiple, interrelated influences that impacted Violet's socially 

constructed reality. 
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Table 2. 

Data Collection Time Table 

Week Violet Violet Researcher Researcher 
& Violet 

Researcher Researcher 
& Violet 

Week Journal Daily Interview Read/reread 
1 Prompt Journal daily journal 

Week Journal Daily Interview Read/reread 
2 Prompt Journal daily journal 

Week Journal Daily Interview Read/reread 
3 Prompt Journal daily journal 

Code Week Member 
1 check 
daily journal 

Code Week Member 
2 daily 
journal 

Code Week 
3 daily 
journal 

check 

Member 
check 

Week Journal Daily 
4 Prompt Journal 

Week Journal 
5 Prompt 

Week Journal 
6 Prompt 

Week Journal 
7 Prompt 

Week Journal 
8 Prompt 

Interview 

Interview; 
Photographs 

Read/reread 
daily journal 

Read/reread 

Interview; Read/reread 
Photographs interview 

Interview; Read/reread 
Photographs interview 

Interview; Read/reread 
Photographs Interview 

Code Week 
4 daily 
journal 

Code Week 
5 

Code Week 
6 

Code Week 
7 

Code Week 
8 

Member 
check 

Member 
check 

Member 
check 

Member 
check 

Member 
check 

Week Journal 
9 Prompt 

Interview; Read/reread 
Photographs interview 

Code Week Member 
9 check 

Week Journal 
10 Prompt 

Interview; Read/reread 
Photographs interview 

Code Week Member 
10 interview check 
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To ensure accuracy and credibility during data collection, Violet composed 

hypothetical letters to three particular audiences: the parents of a child newly diagnosed 

with cystic fibrosis, teachers, and peers (pp. 96-98, lines 1-96). Letter composition 

occurred prior to beginning the interview process. Additional narrative prompts 

addressed specific topics intended to collect rich data (pp. 98-103, lines 98-300). Filtered 

through Violet's lens, I obtained her contextually situated position and experience. The 

narratives reflected Violet's voice that provided insight into the lived experience of 

medical fragility. Emphasis included factors predominantly invisible to others, yet which 

arose in relation to education. This format also allowed for the consideration of 

temporally situated personal and social interpretations (Clandinin & Connelly, 2000; 

Reissman, 2008). Data collection and analysis prompted the development of additional 

narratives that contributed to the depth of contextually situated, conceptual underpinnings 

(pp. 108-118, lines 1-425). Prompts included: 

1. Write a letter to the parents of a newly diagnosed newborn with cystic fibrosis: 
Discuss what do you think they should know about cystic fibrosis. 

2. Write a letter to teachers describing what you think a teacher should know about a 
medically fragile student with cystic fibrosis. 

3. Write a letter to your peers describing what you think peers should know about 
medically fragile students. 

4. Describe what it physically feels like to have cystic fibrosis. 
5. Describe your daily routine in relation to medical needs and learning. 
6. Describe living with cystic fibrosis. 
7. Describe what you might change about your childhood. 
8. Describe your educational goals. 
9. Describe your relationships with peers. Do you address the issue of cystic 

fibrosis? How? 
10. Describe your relationship with your teachers. Do you address the issue of cystic 

fibrosis? How? 
11. Describe your online learning experience and use of technology for learning. 
12. Describe how you want others to view you as "Violet" and what you think they 

should know about you. 
13. Describe your thoughts about the term "medically fragile." 
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Adhering to this protocol allowed Violet to freely express her own unfiltered 

perspective freely, which was reflective of her constructed reality. Since I am the parent-

researcher, this approach protected the integrity of the research. Aware of my 

positioning, I enacted this protocol at the outset of the study to minimize my influence 

during the data collection process. This supported the collection of authentic, unfiltered, 

rich data. 

Interviews were also included as a data collection measure. The unstructured 

interviews contained open-ended questions to initiate meaningful conversations in pursuit 

of rich, thick description of Violet's subjective experience. All interviews were recorded, 

transcribed, and electronically stored with Violet's permission. 

For the purpose of a case study, the technique of interviewing captures genuine, 

authentic data (Stake, 1995; Patton, 1990; Yin, 2003). Effectively implemented, 

interviews contribute to understanding an individual's subjective perceptions of reality. 

Interviews contribute to the development of understanding lived experience. According 

to Denzin & Lincoln (2000), the unstructured interview format allowed for flexibility to 

capture rich data shared by the participant. Unstructured interviewing allowed the 

participant to take the lead and guide the direction of the interview. This shifted my role, 

as parent-researcher, to that of a listener-observer. My attention focused on 

understanding Violet's experience and perspective. The possibility of ambiguity, both 

spoken and written, required open acknowledgement as data was collected. Given my 

unique positioning as parent-researcher, my multiple subjectivities necessitated caution, 

transparency, and frequent reflexivity (Denzin & Lincoln, 2000). 



81 

Following the completion of the letters, I interviewed Violet about her educational 

experience as it pertained to medical fragility to capture a holistic perspective. Durrance 

(1997) emphasized the significance of the interview because it embedded personal, social 

and cultural norms within verbal expressions. Interviews revealed intricate layers of 

subjective reality. Through the use of open-ended prompts, coupled with my privileged 

positioning as parent-researcher, Violet and I actively engaged in dialogue. This allowed 

me, as the researcher, to become an actively engaged listener. I followed Violet's lead to 

explore embedded associations and contextually situated experiences that influenced her 

construction of meaning and reality as a medically fragile adolescent. 

Data collection for this study included interview transcripts (Merriam, 2002; Patton, 

1990; Stake, 1995). Various forms of transcription exist, including naturalism and 

denaturalism (Oliver, Serovich, & Mason, 2005). Naturalized transcripts are verbatim, 

where every sound is recorded in alignment with the belief that language represents 

reality. In contrast, denaturalism attends to the content of the speech, particularly the 

meanings that emerge during a conversation (Oliver et al., 2005). Although my study 

included verbatim interview transcripts, I focused on the denaturalized aspect to consider 

Violet's perceptions and meaning-making process. This aligned with the interpretive-

constructive paradigm, where experience contributed to the construction of subjective 

reality (Creswell, 2007; Denzin & Lincoln, 2000; Guba, 1990, Lincoln & Guba, 1985). 

Interviews, combined with other data sources, explored the social, emotional, and 

experiential aspects of the phenomenon in question from Violet's perspective. Both 

unstructured interviews and informal conversations occurred over the course of ten 
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weeks. Unstructured interviews with Violet were initiated using the following questions 

to prompt conversation about her educational experience: 

1. Describe your online learning experience. 
2. Describe yourself as a learner. What helps you? What are your strengths? Do you 

struggle with particular subjects? 
3. Describe how you feel about technology. 
4. Describe your knowledge and use of technology in relation to learning and peers. 
5. Describe your online learning experience with technology, peers, and teachers. 
6. Describe benefits of online learning. 
7. Describe challenges of online learning. 
8. Describe how living with cystic fibrosis affects your learning. 
9. Describe how cystic fibrosis has impacted your education. 
10. Describe your future educational goals. 
11. Describe your medical needs. 
12. Describe your medical needs as they relate to your schoolwork. 
13. Describe your medical needs as they relate to your learning. 
14. Describe your experience with peers. What do you tell them about your illness? 
15. Describe your experience with teachers. What do you tell them about your 

illness? 
16. Describe how you want others to perceive you, e.g., teachers, peers. 
17. Describe your thoughts about the term "medically fragility." 

Although broad in nature, these interview questions purposely sought to gather 

descriptive data related to Violet's background, perceptions, and experiences. In pursuit 

of meaningful, authentic data, interview questions were spread out over the course of 

weeks dependent on Violet's health. The interviews enabled me to listen, observe, and 

critically reflect on Violet's subjective experience, both explicitly and implicitly, in 

reference to living with medically fragility and its impact on her educational experience. 

At the conclusion of each interview, Violet was given the opportunity to respond in 

written format to express her thoughts. These interview transcripts and narratives were 

developed into topics. 

Follow-up interviews with Violet occurred throughout the course of the study to 

allow data to be reviewed, member checked, and revised based on Violet's feedback. 
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This also accounted for designated time to practice researcher reflexivity (Creswell, 

2007; Merriam, 2002; Patton, 1990). During this time, I analyzed the data, engaged in 

reflexivity, and refined inquiry driven questions. Reflexivity allowed intersubjectivities 

and working assumptions to be considered (Kabato, 2008; Wengraf, 2001). Follow-up 

interview questions and inquiry led prompts included: 

1. Describe your background and homeschooling experience. 
2. Describe your thoughts about attending public school. 
3. Describe your relationship with your family. 
4. Describe your relationship with your sister who has cystic fibrosis. How is it 

similar and different to your experience with cystic fibrosis. 
5. Describe why you call yourself an online learner rather than a homeschooler. 
6. Describe how you use the vest. 
7. Describe your breathing treatments. 
8. Describe your hospital experience. 
9. Describe your experience with PICC lines. 
10. Describe your recent experience with the Port. 
11. Describe a bad day. 
12. Describe your personal expectations. 
13. Describe the difference between peers and friends. 
14. Describe developing trust with others such as teachers, peers, and friends. 
15. Describe how online learning helps you feel accepted. 
16. Describe a time when cystic fibrosis impacted your academics. 
17. Describe a time when cystic fibrosis has impacted your social life. 
18. Describe your online social interactions during online learning classes. 
19. Describe your interactions with your online teachers. 
20. Describe what you think teachers should know about teaching medically fragile 

adolescents. 
21. Describe your thoughts about participating in this study. 

Due to our close relationship, the formal interview approach felt contrived. As I 

asked open-ended questions, I was aware that my positioning could alter the collection of 

rich data. Hence, I consciously avoided leading questions. The interviews 

contextualized Violet's experience, however, I speculated that her responses were 

inhibited. To address this concern, we decided to include inquiry led narrative prompts to 

obtain and triangulate authentic data (pp. 103-108, lines 1-233). 



Violet also kept a journal detailing and describing her lived experience to enrich data 

collection (pp. 118-129, lines 1-493). According to Pinnegar and Daynes (2006), 

narratives capture lived experience. Narratives strategically externalized internal 

thoughts. Its significance included the open disclosure of invaluable information. 

Creswell (2007) also supported the inclusion of narrative to capture the voice of lived 

experience. Hence, a daily journaling template was created and used as a data collection 

tool during the research study: 

1. I feel: 
2. Today my cystic fibrosis symptoms include: 
3. Is cystic fibrosis affecting my schoolwork today? If so, how? 
4. Thoughts/Concerns/Comments 

This template intended to capture the daily nuances of Violet's lived experience as it 

intersected with her learning experience. 

The inclusion of reflective journaling provided a mechanism to gain rich, authentic 

insight into Violet's subjective perspective. The journals initiated reflection and inner 

conversation that would otherwise remain undisclosed (pp. 108-128). The inclusion of a 

journal accounted for the opportunity to capture emotions, feelings, attitudes, confusion, 

contradictions, and subjectivities (Spradley, 1980). Both Clandinin and Connelly (2000) 

and Sherman and Webb (1988) explained that narratives reveal information to understand 

how individuals perceive and interpret the world around them. Strategically 

implemented, narratives capture the various ways individuals experience the world at a 

specific point in time, coupled with a context specific environment (Connelly & 

Clandinin, 1990). Individuals construct meaning on the basis of experience. Hence, the 

purpose of this study pursued a detailed account of intertwined personal, emotional, and 

social experience. 
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In consideration of the parent-researcher relationship, another advantage of a journal 

included the flexibility to capture Violet's direct expression to exclude external 

influences. Journaling also allowed genuine expression to come directly from Violet 

before being discussed with me, the parent-researcher. As a data collection tool, journals 

allowed for the collection of information through an unfiltered lens. It represented 

selective inclusion and purposeful exclusion of particular data. This built-in safeguard 

minimized the influence of parent-researcher bias and subjectivity. Lastly, the journal 

served as an effective tool to guide the direction of the inquiry process (Hatch, 2002). 

Shortcomings of journaling existed. Journals required the participant's time and 

effort. In addition, written expression assumed the participant was willing to express 

genuine, meaningful thoughts. Hatch (2002) identified a concern in that participants felt 

forced to write something or that preconceived expectations influenced or altered the 

content of journal entries. In consideration of truth, it is a difficult endeavor to accurately 

assess the level of honesty within journal entries. Also, journaling allowed Violet to 

selectively include as well as exclude information. Misinterpretation was possible when 

written records were isolated from the author. Therefore, it was critical to examine the 

letters and journals in an appropriate context, which involved follow-up dialogue with 

Violet about various components addressed in her journal. This led to the composition of 

additional narratives to address particular aspects in greater detail. 

Participant observation was also used as a data collection tool. Creswell (2007) 

explained that this requires researchers to observe participants in particular contexts to 

develop an understanding of the experience from the participant's perspective. This 

approach intended to capture an in-depth understanding of Violet's experience. I 



observed her as she constructed understanding and meaning in her natural environment. 

Observation required the development of trust, which was crucial to allow Violet to 

behave normally in my presence as a parent-researcher. As a researcher, my goal was to 

glean new insight from this experience to develop a contextualized understanding of the 

case. Field notes were kept to document unpredictable events, emerging questions, and 

assumptions in alignment with the practice of reflexivity. 

Photographs were used as a data collection measure. To capture an emic perspective, 

Violet was given a camera to selectively capture elements representative of her 

experience. These photographs initiated conversation to provide insight into her world 

from her position. The photos contributed to triangulation in the identification of 

emerging themes and particularities of the case. 

Data Analysis 

This section delineates the protocol I followed for this study. It describes how I 

analyzed and interpreted the data. Once transcribed, the transcripts were reviewed with 

Violet to verify accuracy (Stake, 1995). Frequent member checking also contributed to 

validation (Creswell, 2007; Merriam, 2002; Patton, 1990; Stake, 1995). I used 

interpretative analysis to study the data (Reissman, 2008). As I conducted an exploratory 

analysis, I reviewed letters, narratives, journals, interview transcripts, field notes, and 

photographs to obtain a contextualized overview of the bounded case (Creswell, 2007; 

Patton, 1990; Reissman, 2008; Stake, 1995). 

Data collection described the ordinary experience of a particular case to identify 

emerging themes using within-case analysis (Creswell, 2007; Stake, 1995). Rather than 

seeking generalization, this analysis allowed for the identification of significant issues to 



87 

foster understanding of the intricate complexities of the specific case (Creswell, 2007; 

Stake, 1995). To build an understanding of the bounded case, I included narrative 

analysis to examine letters, interview transcripts, journal entries, field notes, and 

photographs (Stake, 1995). This contributed to capturing a sense of the whole case. 

Using this approach enabled me to learn about Violet's experience, interpret the meaning 

of her unique case, and make assertions (Creswell, 2007). 

I conducted numerous analyses of Violet's perspective to identify emerging 

commonalities and particularities of the bounded case (Stake, 1995; Yin, 2003). Given 

that data analysis occurred throughout the qualitative research process, interviews, 

conversations, and observations, transcripts were initially analyzed by being read 

multiple times to establish a holistic sense of her experience, including consideration of 

her educational experience (Merriam, 2002; Reissman, 2008). Narrative analysis 

included strategically implemented typologies to analyze the data: thematic analysis, 

structural analysis, and visual analysis (Reissman, 2008). 

Narrative Analysis 

The investigation began with Violet composing letters focused on obtaining specific 

content within a contextually situated perspective of experience (Clandinin & Connelly, 

2000). Data analysis included explicating the authentic context of letters to understand 

Violet's multi-faceted experience (Reissman, 2008). Letters and journaling allowed data 

analysis to probe further by examining voice, subjectivities, conceptual inferences, and 

emerging themes (Riessman, 2008). The narrative analysis focused on both personal and 

social constructions, as experience occurred in specific contexts at particular points in 

time (Clandinin & Connelly, 2000). I noted descriptors related to Violet's feelings, 



experiences, hopes, and reactions in relation to specific environments and contexts. This 

information created an accurate, meaningful representation of her experiences in relation 

to her educational experience. Narrative analysis enabled me to consider the ways Violet 

simultaneously experienced a phenomenon from a personal and social context (Denzin & 

Lincoln, 2000; Guba, 1990). In essence, the inclusion of narratives effectively captured 

Violet's experience, her creation of meaning, and her understanding of life experiences. 

Thematic analysis included the identification of topics within and across data 

collection measures. Close examination led to the identification of emerging themes. 

Data analysis focused on identifying one theme at a time. NVivo qualitative research 

software was then used to code data (QSR International, 2012). The creation of nodes 

occurred during the coding process to code different themes (Cohen et al., 2001). Initial 

coding was determined by my first interpretations of the data in the search for meaning. 

Additional themes were identified and coded during data analysis. After I analyzed all 

data, separate documents were created for each theme. Upon completion, I organized 

documents according to thematic content. 

Each document was reread multiple times to develop an understanding of the whole 

case. I searched the data for emerging topics, coded data, and recorded my thoughts and 

subjectivities in the margin. Hatch (2002) explained themes as integrating ideas. As I 

revisited each theme, I reflected on the overarching, interrelated ideas that emerged from 

the data. I re-examined my notes to identify recurring topics. 

The examination of coded data led to emergent themes. I reviewed data for 

information that could conflict with researcher-generated themes. Themes were labeled 

accordingly, and additional notes and interpretations were documented. In addition, data 
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analysis and interpretation required a thorough review of all the original transcripts, 

documents, journals, field notes, and photographs to ensure the themes aligned with the 

data. 

As a component of narrative analysis, I included structural analysis to consider 

significant variables that influenced Violet's perceptions and contextually situated 

understandings (Reissman, 2008). This included the examination of narratives for the 

following contextualized criteria: recurrence of significant events or topics and temporal 

events that impacted the construction of self and understanding. Ultimately, it led to the 

development of intertwined, meaningful connections (Reissman, 2008). 

Visual Analysis 

Lastly, visual data was included as a tool for data analysis (Reissman, 2008). Visual 

components selected by Violet included photographs used to compose a video diary to 

provide depth to the bounded case. I triangulated the spoken, written, and visual 

components of data collection to secure authentic interpretation. Photographs captured 

Violet's subjective, contextually situated, emic experience. Visual artifacts allowed 

others to interpret the subjective experience from the participant's perspective at a 

particular time and particular place (Reissman, 2008). 

Trustworthiness, Credibility, and Dependability 

Trustworthiness, dependability, and ethical boundaries impact the credibility of 

qualitative research (Yin, 2003). Given my unique position as mother and researcher, 1 

found myself immersed in the natural environment on a daily basis. This minimized 

disruption and intrusion within the natural setting, while simultaneously maintaining 

trustworthiness. To secure trustworthiness and credibility of this qualitative study, I 
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incorporated frequent dialogue and review of the overarching research question with 

Violet throughout the research process (Creswell, 2007; Yin, 2003). I established 

credibility by adhering to qualitative protocol that included triangulation, crystallization, 

active engagement and detailed, nuanced observations in the field, member checking, 

observations, and peer debriefing (Lincoln & Guba, 1985). Comprehensively, these 

components contributed to an accurate depiction a phenomenon though rich description. 

Triangulation supported credibility and dependability with the inclusion of multiple 

sources of data to document similarities and peculiarities of the bounded case (Stake, 

1995). This pattern seeking technique included observations, field notes, narratives, 

interview transcripts, journals, photographs, and artifacts to identify commonalities and 

particularities of the case (Stake, 1995; Yin, 2003). Triangulation incorporates a variety 

of measures to strengthen the rigor of case study research (Yin, 2003). Yin (2003) 

asserted triangulation supports credibility and accuracy in case study research. The 

inclusion of multiple artifacts contributed to the depth of the overall findings of this case 

study. 

Lincoln and Guba (1985) identified member checking as a critical component of 

qualitative research. Creswell (2007) and Stake (1995) also recognized the significance 

of incorporating member checking to confirm accuracy and to address emerging 

assumptions and misinterpretations. Member checking involved reviewing journal 

summaries, interview transcripts, observations, and photographs. Data analysis and 

interpretation included meeting with Violet to discuss findings and potential 

discrepancies throughout the course of the study. Violet reviewed all data collected and 
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data analysis findings on a weekly basis to confirm that accurate interpretations and 

portrayals were documented. This technique minimized researcher subjectivity and bias 

(Stake, 1995). 

Crystallization enhanced the credibility of this study (Denzin & Lincoln, 2000). This 

approach, in which a variety of data collection measures were used to explore various 

facets of the medically fragile adolescent's experience. Denzin and Lincoln (2000) 

explained that crystallization involved the collection, analysis, and reflection of data from 

multiple perspectives. This allowed for rich data collection, in combination with an in-

depth data analysis. The incorporation of multiple sources of data contributed to the 

development of a holistic perspective. Immersion in a natural setting enhanced authentic, 

meaningful data collection and data analysis. This study revealed the richness and 

complexity of Violet's subjective experience. Attention to illness in relation to education 

required the consideration of interrelated contexts. 

An additional safeguard included peer debriefing. It is possible that I overlooked 

salient issues that may be apparent to others. Therefore, peer debriefing was included to 

minimize researcher subjectivity and bias. Peer debriefing involved the assistance of 

colleagues to review the data. This technique allowed me to compare my findings and 

themes with another researcher to determine if similar findings and themes emerged 

(Creswell, 2007). To maintain transparency, data was made available for independent 

inspection (Creswell, 2007; Chapter 4). 

Ethical Issues 

Adhering to the current research protocol delineated by the university, I submitted an 

application to receive approval from my university's Institutional Review Board (IRB) 
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and Health Information Patient Privacy Act (HIPPA) to commence the qualitative study 

(See Appendix A). This process maintained ethical integrity and protected the individual 

rights of the participant. The IRB required the creation of an informed consent form for 

the participant (See Appendix A). Informed consent allowed the individual to freely 

choose to participate in a research study. An assent form and parental consent form were 

also created to obtain parental permission for children under 18 to participate in this 

research study (See Appendix A). 

This study protected Violet's right to confidentiality. A pseudonym maintained 

anonymity in respect of Violet's privacy. Additionally, the alteration of references to 

age, dates, and other individuals secured confidentiality. I informed Violet about the 

purpose and procedures of the study. We discussed potential advantages and 

disadvantages in regard to her participation. I informed Violet of her rights before 

consent forms were completed. Violet was given the autonomy to participate in the study 

without obligation or consequence for refusing to do so. She was informed of the option 

to withdraw from the research at any point during the study. Measures were 

implemented to ensure that data collection and interpretations were representative of 

Violet's experience. To adhere to ethical considerations and to establish trustworthiness, 

Violet was given the right to decide if she would like to withhold any of the data from 

being included in the publication of the study. 

My ethical responsibility mandated the protection of Violet from any potential form 

of physical or emotional harm that may have emerged from the research study. This was 

particularly important in consideration of my dual roles as both parent and researcher. At 

the outset of the study, I acknowledged that parent-child relationship issues, particularly 
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those associated with implicit authority, could be potentially problematic as data was 

collected. Also, parental involvement, expectations, and parent-child roles were 

recognized as potentially confounding variables during the data collection process. 

Seeking genuine, authentic data of the bounded case, it was possible that Violet felt 

obligated or pressured to produce predetermined responses according to implicit parental 

expectations. Our relationship could also inhibit her willingness to disclose raw data. 

She may have decided not to share detailed information to maintain her privacy. It is also 

possible that Violet decided to withhold information as a result of her desire to shield me 

from deeper issues. This filter had the potential to suppress the collection of rich data. 

Another consideration involved the inherent negative impact of the study on Violet's 

interpretation of her experience or how others would perceive her experience. Hence, it 

was explicitly stated that the role of the researcher in this endeavor involved observing, 

listening, and interpreting Violet's contextualized voice and experience. Every effort was 

made to protect Violet's integrity and personal rights throughout the course of the study. 

This ethical symmetry included acknowledgement and respect related to her thoughts, 

feelings, and perspective at all times. There was no risk of physical harm. 

In qualitative studies, trust is paramount in terms of ethics. Given the unique nature 

of this research, a trusting and safe relationship allowed me to capture Violet's personal 

thoughts and feelings. As her mother, our relationship superseded the aims of this study. 

Breaking Violet's trust would endanger our parent-child relationship, and it would also 

compromise the integrity of the study. There was a possibility of researcher subjectivity 

and bias. Every effort was made to maintain Violet's integrity through the 

use of multiple safeguards including her right to exclude data from the study. 



I included frequent member checking to discuss all interpretations and findings with 

Violet on a weekly, sometimes daily, basis. Violet's permission, informed consent, and 

assent were obtained for her narratives, letters, journals, and photographs to be included 

in the publication of the study. All transcriptions, media, and documentation were 

securely stored. 

Parent-Researcher 

Since I am both parent and researcher, this required explicit acknowledgement and 

justification to maintain the integrity of this research. The literature did not include a 

clear definition of parent-research; however, it typically included some aspect of learning 

or development involving the researcher's children (Kabuto, 2008). Limited evidence 

addressed the many facets of parent-research (Adler & Adler, 1996; Kabuto, 2008). 

Literature related to ethnographic research, where the researcher became the instrument 

to examine interrelationships and interpretations, included minimal discussion of a 

parent-research framework (Adler & Adler, 1996; Kabuto, 2008). Evidence in the field 

of early literacy development revealed the increased inclusion of the parent-research 

framework (Bauer, 2000; Bissex, 1980; Kim, 2002; Martens, 1996). 

I am a Native American female, teacher, graduate student, researcher, and Violet's 

mother. These roles influenced my perspectives, experience, and interpretations. 

Frequent reflection prompted me to think about my experience and how my perspective 

remained in a constant state of transformation through which this study developed 

(Mezirow, 2009). As the methodology was considered, my positioning included the dual 

role of researcher and mother. This alignment supported the study's objective to capture 

a detailed and extensive account of a medically fragile adolescent's perspective that 
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would otherwise not have been accessible. 

Traditionally, research studied children from an etic perspective where children were 

viewed as objects of study (Kabuto, 2008). Studies excluded the emic perspective of 

children (Creswell, 2007; Kabuto, 2008). Unlike such studies about medically fragile 

adolescents, this study enabled Violet to be recognized and investigated as an individual 

(Kabuto, 2008). In alignment with reflexivity, the premise of ethical symmetry afforded 

Violet the same respect and rights as an adult and it encouraged Violet to engage in 

dialogue throughout the study (Kabuto, 2008). Visibility and transparency throughout 

the data collection process revealed my parent-researcher positioning. During data 

analysis, multiple subjectivities as mother, teacher, and researcher were identified and 

required vigilant reflexivity throughout the duration of the inquiry (Kabuto, 2008). 

Summary 

This chapter addressed the research methodology for the study. The qualitative study 

adhered to a case study research design. Multiple methods of data collection were 

described in detail, including narratives, journals, interview transcripts, field notes, 

observations, and photographs. I explained the process of data collection, data analysis, 

and interpretation. Credibility and trustworthiness were addressed as important criteria to 

maintain the rigor of qualitative research. Lastly, this chapter considered unique ethical 

considerations of this study: informed consent assent, safety in participation, 

trustworthiness, parent-research, ethics, and confidentiality. Qualitative methodology 

served as the foundation to maintain the rigor of this case study to unveil Violet's emic 

perspective. 
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CHAPTER 4 

REPORT OF DATA 

A gap existed within the literature pertaining to the emic perspective of a medically 

fragile adolescent. This chapter includes all narrative and journal prompts coupled with 

Violet's contexualized, authentic responses. Due to the multifaceted complexity of this 

intrinsic case study, including the consideration of my role as parent-researcher, the 

inclusion of this rich data contributed to triangulation and transparency. Accessibility to 

the raw data also allows the reader to form a personal interpretation. 

Violet's Letters and Initial Narratives 

Write a letter to new parents of a child diagnosed with cystic fibrosis. Describe what you 
think they should know about cystic fibrosis. 

Dear Parents, 
Hi, my name is Violet. I'm 15 years old and I was diagnosed with cystic fibrosis at 

birth. Growing up with this disease has been very hard, for me and everyone else in my 
life. But I wanted to let you know that it is manageable, and not as hard as it may seem 
right now. It gets easier, once you familiarize yourself with this disease, you will become 
more comfortable. I used to always be worried about everything, but I've learned that it 
is much easier to live day by day. I honestly don't mind having cystic fibrosis. In fact, I 
myself as well as my friends, forget about it quite often. All it is—is spending some time 
taking medication, doing treatments, and getting an extra snack here and there. It's when 
I'm sick that things get tough. It can be scary sometimes, and we all know having to visit 
the hospital isn't any fun. I don't get to spend as much time one homework, but hey look 
at it as a little vacation, no school! It's making the best of every situation that counts. For 
example; every time I have to visit the hospital, I look forward to it being over because 
my parents always take me to some really good place to eat afterwards, yummy! Doctor 
and hospital visits can be intense; it's good to have something to look forward to 
afterwards. 

The hardest thing for me to realize growing up was that; lam a normal person 
who deserves everything that any other 15 year old girls deserves. So what, my lungs and 
stomach don't work the same as an average person's, that doesn't make me any less of a 
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person. That doesn't take away from my education, my social life, or anything else. A lot 
of people think people with this disease are "limited", and we are often treated 
differently. Like in school, if teachers are aware a child has this disease, they'll just them 
off, let them get away with not doing homework Most kids don't know how to act or treat 
a "different" person, that's why I used to hide the fact of my disease from the kids around 
me. Their questions annoyed me, and I was made fun of or given weird looks, especially 
when I started coughing. I don't know what happened, but I don't care anymore about 
that anymore. I don't really have a problem talking about CF with anyone anymore. I just 
had to accept that I have a disease, and that that doesn't define me. That's why I think it 
is very important for the parents ofsomeone with this disease to remember to not limit 
your child. Don't think he or she won't be able to succeed in school, or have a career, or 
anything. Obviously there are going to be days where she doesn't feel good, she can't do 
her homework, she won't want to eat. That's fine, I have those days every now and then. 
It's important that you and your child work together to push her to do her best. If I didn't 
have the support of my family, I would never think I could do well in an AP biology class 
like I'm doing now. I'm a normal person, and I'm lazy some times. What teenager wants 
to take tough classes and do the work? But it's because my mom and I have pushed me to 
be the best I can be. Support, that's the best thing you can give your child. If you treat her 
as a normal child, have expectations of her, and don't let CF limit or lead her life, she 
will do the same. Give her independence; familiarize her with the disease. As she grows 
up, show her how to administer her own medications, teach her the importance of staying 
healthy. Educate her enough for her to feel like she can rely on herself Of course, 
throughout her entire life she'll always somewhat rely on you, but it's important for her to 
be independent. Let her know, it's okay. It's okay that she has to take medication to stay 
healthy. There is nothing to be embarrassed or ashamed of. Sadly, there are going to be 
people in her life, who won't be exactly supportive of her; that's why she needs you. But 
remember, while she's growing up, and probably for the rest of her life, there will be days 
where she just doesn't feel like taking her medication or eating. I've had those days as 
well, I'd say it's normal, she's a person after all. Nagging her about having snacks and 
getting her medications taken will help her. My mom practically chases me around the 
house with food; Ifind it really annoying. Even my friends get on me about eating. But, it 
helps to have the reminder. I never guessed I'd ever reach a weight of 95 lbs. So, nag her. 
While she's annoyed at the time, she will thank you later. 
Most important thing to remember: don't limit her, and let her have fun, just let her live. 
Push her to do her best in school and in anything else she does. The only limits she has 
are the limits she gives herself. With support, expectations, and hope, she can achieve 
anything. 

Write a letter to teachers describing what you think a teacher should know about you as a 
medically fragile student. 

Dear teachers, 
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As a medically fragile student, I want you to know that I don't want my disease to change 
your view, or expectations of me. I want you to expectfrom me what you would expectfrom a 
"normal" student. After all, there is nothing wrong with my brain—I'm still academically 
capable, even when I'm sick. It helps to have encouraging teachers, ones who are willing to 
work with me and put in extra time and effort with me. I try to push myselfto do the best I 

can, as do my parents. But it also helps to get that same push from teachers. It helps my 
confidence, and motivates me to do well when I know my teachers believe in me, and don't 
limit me. I think the most I ask forfrom teachers is patience and understanding. I want my 
teachers to know that I don't take advantage of my disease—I do my best, when lam well. 
And when I'm sick, I might need more time, or more one-on-one, but I still work hard. But 
when I am so sick that I fall behind, and I can't keep up, I don't want my teachers to give up 
on me, orfeel badfor me. I will do what I can when I get better, I will push myself to stay on 
track. If I can't, I push myself to catch back up to where I need to be. I think it's important that 
my teachers don'tpity or feel bad for me. That's not fair to me, or my academics. Ijust want to 
be encouraged and work with teachers who are willing to work and be flexible with me. 

Write a letter to your peers describing what you think peers should know about medically 
fragile students with cystic fibrosis. 

Dear peers, 

Not many of you know, but I am medically fragile. I have cysticfibrosis. I don't typically tell 
you guys because I'm afraid of what you '11 think. I'm afraid you won't like me, think I'm 
different, only be able to see me for my disease. Unless I know you really well, and trust you, 
you don't know about my cysticfibrosis. However, if most of you did know, I want you to know 
that I am "normal", and my hiding my disease allows me to show you that. Cause you just see 
me as Violet. If all of you did know though, I wouldn't want it to affect how you see me. I want 
you to be able to see past that, and remember that I'm not limited even though I have a disease. 
Don't think of me as different, or weak. I'm not. I'm a kid, just like you. I don't want your 
pity, and I don't want you to get the idea that I get off easy in life—cause I don't. Ijust make 
the best of what I've got. 

Describe what it physically feels like to have cystic fibrosis. 

When you research cystic fibrosis, the most common quote you're likely to find is; 
"Imagine going through life breathing through a coffee straw." I don't necessarily agree 
with that because anyone with cystic fibrosis has it their whole life, they never know 
anything different. My breathing right now feels normal, it doesn't feel to me like I'm 
breathing through a coffee straw. Yes, when I get sick it's harder to breathe, but that's 
still only what I know. It's hardfor me to describe what it feels like to have cystic fibrosis, 
it's all I've ever known. So to me it's like, what does it feel like to be me? CF has different 
effects on different people, but for me I wouldn't say I let it have a huge negative effect on 
my life. It sucks, I don't always feel good, I don't have all the energy that healthy kids do, 
I have to take a lot of medicine, my family and I have to stress and worry about it often, it 
takes time, money, and effort from everybody. It sucks, but these are the cards I have 
been dealt with it, so I suck it up and focus on better things. It's hard sometimes, there 
are some days I want to give up andjust be done trying, but I can't. I can't change it 
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though, all I, and the people around me, can do is the best we can, that's all anyone can 
do. Luckily, I was raised with tons of humor around the house, you have to laugh at it, 
you have to. What else can you do? It's like it's serious, but not. We can joke about it, but 
still remember it's a big deal. Kind of hard to explain, I guess. I mean for me, having 
cystic fibrosis lately has meant lots and lots of stomach pain and eating issues. I seriously 
couldn't imagine my life without cystic fibrosis, but that doesn't mean it defines me. It just 
means that because I have it, I've had to do certain things so that it won't affect me. I 
don't feel any different than your everyday average kid. I look, act, and think like a 
normal person. I guess all I could say about what it feels like to have cystic fibrosis is 
that it is very stressful. There's not a time where I shouldn't be worried or thinking about 
making sure I'm staying healthy. But for me, I'm a positive person, I can laugh at things 
easily, I can take things lightly, I don't think this disease is as bad as a lot of people make 
it out to be. Sure, it's scary as heck sometimes, but you can't let that run your life. Cystic 
fibrosis is a part of me, but not all of me. 

Describe your daily routine in relation to medical needs and learning. 

Like any cystic fibrosis patient, I have, what I call, my good days and bad days. 
Unfortunately, those days are unpredictable, which makes planning a little difficult. 
However, I started online schooling so that I could attend class on a regular basis, and 
also get assignments done in a timely manner, with the exception of the often "bad days." 
It also allows me to be social. My teachers have been very forgiving, and are willing to 
let/help me with make-up work, extensions, and extra class time. A lot of people think that 
because I'm "sick, " I get away with not doing my homework, which is not true. My 
teachers surprisingly hold me up to the average standards, they expect as much from me 
as they would from a "normal" kid. My mom's the same way, she has never looked at me 
as limited, and she holds me up to very high expectations. On a normal day, I get up 
whenever class starts that day (each day is different, sometimes it's 9am, 10am, or even 
11am. Each class is about an hour and a half). I'll log into the chat session, and while I'm 
in class, I'll sit down with the laptop and do my Vest machine as well as my breathing 
treatments. Since the vest takes a while, it's a good time for me to do it. Once I'm done 
taking all my medications (inhalers, breathing treatments, vest, antibiotics, pills), I'll sit 
and participate for the rest of the class. Classes are hard if I haven't gotten the 
assignments done. The teachers like to have the entire class participate, and they always 
make all of us participate in each class as much as possible. I have to spend the day 
working on my assignments, and there are a lot, while also trying to snack as much as 
possible throughout the day. On average, per class, I have at least two essays due each 
week. As if that's not hard enough, I have weekly quizzes on all subjects, and a ton of 
reading. It's really hard to get myself motivated and actually do the work when I'm 
feeling sick 

Describe living with cystic fibrosis. 

Having had cystic fibrosis my whole life, everything about this "illness" is the "norm" for 
me. Coughing, dry hacking, getting tired easily, constant snacking, I've grown up with 
that my whole life, I've never known anything different. Breathing treatments, vests, pills, 
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all of that has been my life's routine. I've been doing it so long I don't even realize it 
anymore. I've never really looked at myself as different, or impaired, as some people 
have. I'm a human being, I have a heart and lungs and all the other organs a human 
being has. I even look like a person. The only thing is, my body works differently than 
everyone else's. As a kid, the only thing that ever really reminded me of the difference 
was when I was in soccer, or gymnastics, or basketball and I had to be pulled out for a 
"tune up ". I have yet to get a "tune up" and not get upset about it. I should expect it, but 
still every time my doctor tells me it's time for an IV, it just reminds me that I'm not as 
normal/healthy as I like to think I am. To be honest, most of the time I know when I need 
a tune up and I don't need my doctor to tell me, it's just hardfor me to accept. I mean, no 
one wants to be sick I think when I was younger it was easier for me to accept my 
disease and be okay with it. Back then, when other kids would ask me why I'm taking pills 
with my lunch, or what's sticking out of my arm, or why I'm so skinny, I would simply tell 
them. "Well, I have a disease called cystic fibrosis." I had no problem explaining, I had 
no problem answering their questions about it. I didn't think anything of the other kids 
looking at me differently. I didn't really notice them whispering about me. Something 
changed as I got older, around when I became a teenager. I started noticing that when 
people knew about my disease, they would be almost afraid to be around me, they didn't 
know how to act or react. That's when I started being reminded of my disease more often 
than just during my tune-ups. 

Describe what would you might change about your childhood. 

Despite having cystic fibrosis and being home schooled, I've been able to be a kid and 
have friends and do sports. When I was younger I bounced around from many different 
sports, such as; soccer, gymnastics, golf, ice-skating, basketball. I did a lot. I made 
friends, and my childhood best friend livedjust down the road. I was able to have 
sleepovers and such, and it always helped ease my mom's mind when my friend's mom 
just happened to be a nurse. To me, all of that was all I could really ask for and all I 
wanted. That's what all the "normal" kids seemed to do and like too, so it made me feel 
just as "normal" to be doing the same things. So, I don't think I'd change anything about 
my childhood. If my childhood was any different I'm not sure that everything would be the 
way that it is now. I like things how they are now. And, I have my friends online. I get to 
fly out and see them from time-to-time, and I wouldn't change that either. We video chat, 
text, email-all that good stuff It's different from your every day average kid's life, but it 
works for me and that's how I like it. Of course, I don't have to state the obvious that I 
would change having cystic fibrosis, that goes without saying. 

Describe your educational goals. 

As a student with cystic fibrosis, getting homework done daily can be a challenge. With 
the help of my family and teachers, I am able to continue with my high school classes, 
despite many sick days. Iam currently in 11th grade, and I would like to be taking 
college classes before I graduate. I would like to start dual enrollment at the community 
college in my senior year. I want to get a head start on my college classes so I can get my 
core classes done. In 10th grade I took AP biology, and I did well. I'll be taking another 
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AP class this year; physics. I'm hoping to get college credit for it. It's going to be tough, 
but I know I can do it. I was scared to take an AP class last year, because I wasn't sure I 
could do it. But after succeeding, I have the self-esteem to try more challenging classes. I 
would have never considered taking anything more than I had to when it came to school, 
but my mom has continually encouraged and pushed me to do the best I can to the best of 
my abilities. My teachers are the same way: they never let me off easy. As for my major 
in college, I'm not sure what I want to do. My top choices right are now are either 
becoming a nutritionist, or a microbiologist. Both relate to my disease. I want to become 
a nutritionist because it has been such a struggle, for both my sister and I to keep our 
weight up, and I want to be able to help and use my own experience and knowledge to 
help others. I also think I would be good at it; I would have the personalization that most 
don't. My own nutritionist doesn't seem to realize how hard it is to eat when I don't want 
to, or just how hard it is period. That's kind of what made me want to become a 
nutritionist. On the other hand, there's microbiology. Now that's more something fun I 
think, I would get to do cultures on things and see bugs grow. I think it'd be cool to see 
and work with, especially since I often have sputum taken at the doctor's office. 

Describe your relationships with peers. Do you address the issue of cystic fibrosis? 

/ have a lot offriends, despite not going to "normal" school. Since a lot of them are out of 
state, we video chat, text message, and use the phone. Also, usually during breaks or 
when there is an upcoming event, I get to see them. They understand that I have a 
disease, and my best friend even went to the trouble of doing a research project on cystic 
fibrosis, so he could understand better. They always ask me questions, it used to make me 
uncomfortable, and I didn't want to have conversations about it. I don't know why I 
didn't, but now I guess I've just gotten more comfortable with the idea and I am able to 
have discussions about it. It seems like everyone has the same questions, "Why are you 
taking pills every time you eat? " "Why were you in the bathroom so long? " "What is that 
medicine for? " "Why do you have to eat so much? " "How can you eat like that and be so 
small?" "Why are you online schooled and not public-schooled?" All those are normal 
questions that I'm used to hearing. With my friends, it's gotten to the point where they 
actually remind me to snack, double check that I've taken my pills, and just try and make 
sure everything's taken care of. Even their parents are on my case when I stay at their 
house. I kind offeel bad that they do that because it almost feels like they do that because 
they're worried about me, and I don't want anyone to worry about me. But it is also nice 
because it shows that they care. Ijust don't want to put any burdens on anyone. That's 
why a few years ago I didn't really tell anybody about my cystic fibrosis, but I realized 
that wasn't fair and it kind offelt like I was hiding a part of myselffrom people. It's what 
I tell my friends and myself Cystic fibrosis is a part of me, not all of me. 

Describe your relationship with your teachers. Do you address the issue of cystic 

fibrosis? How? 

All of my teachers are aware of my disease and are very forgiving with me. When Ifirst 
started the online program, Ifamiliarized my teachers with cystic fibrosis by answering 
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any questions they had. And like most people, they did have a good amount of questions. 
They told me from the start that I would have to communicate with them and let them 
know when I would be missing class or needed extra time to finish assignments. I email 
them when I have doctor appointments and to let them know when my health has taken a 
bad turn, like it often may. It's important for me to keep them updated with things like 
getting a port surgically placed, that way they know I'm not just cheesing off. They do 
however hold me to an average kid's standard. Even when they grade my papers and 
other homework, I have a lot expected from me. They're able to see past my cystic fibrosis 
and treat me like a normal kid, while also being flexible with me-and my cystic fibrosis. 
When I'm given an extension, and I don't make the new deadline, they mark it as 
incomplete. They don't let me off just because I have an illness. It has a lot to do with 
letting them know ahead of time (when I'll be missing class, when I can't get an 
assignment in, when I miss a quiz) so that they can make changes to accommodate me. Of 
course, I can't plan when I'm going to get sick, not at all, they understand that. Online 
schooling has allowed me to get a good education, be social, and also be flexible. 

Describe your online learning experience and use of technology for learning. 

Since I do online schooling I use a laptop for classes and homework The Internet makes 
it possible for me to meet with my teachers and classmates to discuss the material. I have 
1-3 classes for each subject every week. For every class except math it is a chat room 
with special features to make it more like a classroom. We have a raise hand button, ask 
question button, yes & no buttons, & a text box to enter what we want to say. For my 
math class it's a different chat room, my teacher for math uses a microphone and a white 
board. That way it's easier to demonstrate and show math terms and such. For 
assignments, I usually do them in a word document and save it to the computer and 
upload it to a specific link for that specific one. The quizzes are normally automated and 
once completed, they give you your results right away. A lot happens through email as 
well. Technology is a great form of education and communication. 

Describe how you want others to view you as "Violet" and what you think they should 

know about you. 

I want others to see me as a positive, hard-working, caring, smart, normal kid. I don't want 
them to see me as any different than a normal person. I want them to see my disease the same 
way I do, an obstacle. I do things daily to stay healthy, and it's only when I need a tune-up 
that my life is noticeably out of the ordinary. I'm not the most open person, especially not about 
my disease. It's only when I know you well enough and trust you well enough that I tell you 
about my disease. That's just me. I'm not comfortable with everyone knowing. I don't want 
pity, and I don't want to be judged. I don't want people to make anything easierfor me. I want 
to work just as hard as everyone else to achieve what I want. I want to be normal, and be seen 
as normal. 

Describe your thoughts about the term "medically fragile." 
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I think when most people hear the term "medically fragile", it alerts them, maybe scares 
them. Kind of like an "oh no something's wrong with them" sort offeeling. When I hear it 
I don't think of myself that way, of being medically fragile. I don't know, I guess it just 
makes it sound serious and scary. When I had mentioned something about my mom 
writing about me being medically fragile to my friend's mom, she said, "You're medically 
fragile ? " I was kind of confused, she knew I had cystic fibrosis. I guess once people get 
familiar with my disease and are around me more often they get used to it and it's normal 
for them to see me take pills and such, they don't even think of me as "medically fragile". 
I don't really like the term because it does scare people and make people automatically 
think something's wrong with me. I think it may even take away from my image, give 
people the ability to make their minds up about me before they really know anything 
about my disease or myself. I don 7 want medical fragility to define me, I want people to 
realize there's more to me than just that. My cystic fibrosis is only one little part about 
me. And there's much more to me. 

Violet's Follow Up Interview Narratives 

Describe your online learning experience. 

When 1 got to the 8th grade, I began online schooling. This was when the Internet and 
computers became my new form of education. It took time to get used to the Moodle, the 
system that my school uses. For all my courses, my teachers set up web links, 
assignments, automated quizzes, and scheduled class sessions. My classes vary from 2-3 
sessions per subject a week. Each class is held in a chat room, where students and 
teachers meet to discuss course material. This is the Moodle chat room, where there are 
special buttons (such as; raise hand, yes/no, ask question, away from the computer) 
designed to make it as close to a traditional classroom as possible. However, my math 
class is the only subject that the Moodle chat is not used for. Instead, we use a different 
site. It is also a chat room, but instead of just a text box, it displays a whiteboard. My 
teacher uses the whiteboard to demonstrate math problems, while also having the option 
to allow the other students and I access to draw on the whiteboard. My math teacher uses 
a microphone instead of typing, and often requests that the students use their 
microphones instead of the keyboard as well. Both classrooms allow me to interact with 
the teachers and other students, and discuss the materials. For all classes I have weekly 
automated quizzes, along with multiple assignments, worksheets, and projects. I also 
have at least 2 big exams for all courses—a midterm andfinal. In order to pass each 
course, I'm required to demonstrate my knowledge on those exams, receiving no less 
than a score of 75. A parent is required to proctor me during the exams. Throughout the 
past three years, I have been with the same teachers and developed a trusted relationship 
with them. I am able to communicate with them and notify them when I am sick or in need 
of extra time or help. Because online schooling is flexible, it allows me to be able to 
progress with my education while still being able to take care of my medical needs. 

Describe yourself as a learner. 

Iam typically a motivated and hard-working learner. I do better when I have encouraging 
teachers and work in a group. Some of the other students in my classes get together to go over 
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materials, and that helps me a lot. I also learn better when I have the opportunity to help other 
students with their work. I've gotten to the point where my teachers have started referring other 
students to mefor help. Ilike that, I feel needed and helpful. I do work hard, but it's hard to 
push myself when I'm sick. I always am reminded the importance of education, however, and 
know that whatever I don't get done, will get done-eventually. I think I'm able to pick up and 
understand the content a little easier than other students. I don't know why or how, but that's 
just what I think. I don't see myself struggling as much as other kids, and that makes me feel 
smart. But then when I do have trouble Ifeel dumb. I always ask for help when I need it 
though, I learned that lesson the hard way. I think it helps that I've been with the same teachers 
for the past three years. We have a trusted relationship, where I can let them know when I'm 
not well, and they give me extended time and attention. Ilike to leam, and I think that is 
another reason why I'm able to keep up. I do worry sometimes that I'll fall behind and won't be 
able to catch up, though. That's just some anxiety I'll have to live with until I've completed my 
education I guess. 

Describe your thoughts about using technology. 

Technology has been crucial to my education for the past 3 years. Technology allows me 
to communicate and access the rest of the world. Without it, I wouldn't be able to get the 
education that I am. Since I've started online school, I've become more familiar and 
comfortable with many forms of technology. I use laptops, internet (Wi-Fi), iPod touches-
- all that good stuff. I feel confident in my ability to handle and use technology. 

Describe your knowledge and use of technology in relation to learning and peers. 

For the past three years I've developed a good handle and understanding of how to use 
and work with technology. I use the Internet to access class (chat rooms), to access my 
school materials (assignments, web lectures, quizzes, tests, etc.), to research, and to 
communicate with my friends, peers, and teachers (Facebook, email, IM, video/voice 
chat). As good as technology is to have and use; it also has some down sides. For 
example, when there are technical difficulties (internet cuts out, computer crashes, 
weather, etc.) it creates a set back for me. I can't access my school or work 
without technology. I can't contact or communicate with my teachers and friends. 
Luckily, those glitches are minimal and don't happen very often. Online school has 
helped me become comfortable and good at using technology. And technology has 
allowed me to get the education that I am, while also being able to communicate with the 
outside world. 

Describe your online learning experience with technology, peers, and teachers. 

Since I 've started online school, technology has become a huge part in my life and my 
education. I use the Internet to go to class, upload assignments, take quizzes and access 
web-lectures. My school uses the Moodle forum, this is where we have access to all of 
our assignments, classes, and other students. Typically, all my work is done on our home 
laptop and uploaded or emailed via the internet. Class is held in a chat room with my 
teacher and other students. The teacher allows us to take turns answering questions, and 
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to help each other out when needed. I also communicate with my teachers using email. I 
email them regularly to keep them updated on my health status, and I let them know when 
I won't be in class or when I need extra time for my homework. My online schooling has 
also allowed me to be social. The friends that I made there connect with each other via 
Facebook, Skype, and texting. 

Describe benefits of online learning. 

Online learning has been very beneficial in the way that it allows me to be flexible. Since 
all my classes are held online, I am able to access class from anywhere with Wi-Fi. That 
means if I'm stuck in the hospital and it's class time, I can sign in to class on either a 
computer, iTouch, cell phone, or whatever and still be able to participate in class. 
Though, if I do miss a class, it is logged and kept accessible for the whole school year. So 
all I have to do is log in and view the chat that I missed. I can also view previous classes 
that I did participate in. I have an open line of communication and trust with my 
teachers, so I can tell them when I won't be in class or when I need more time on 
something. Another thing I like is having automated quizzes and tests, where I take them 
online and get the results instantly. It's a good study technique to be able to go back and 
review what I missed. Also, my teachers often use web lectures for extra material; they 
give us specific links to go and read. My teachers set up our course material for the year 
online and into a calendar, and I like being able to see what's coming, and being able to 
work ahead if I get the chance. Online school has also made it possible for me to be 
social, and talk to other kids in my class. I've made quite a few friends there. Online 
school has made it easier for me to get a good education while still being able to tend to 
my health. 

Describe challenges of online learning. 

Even though online schooling is very beneficial, it also has disadvantages. I sometimes 
get frustrated when I'm in class and the Internet or Wi-Fi isn 't working properly, and I 
get kicked off the Internet, kicking me out of class. Then I have to sign back in and disrupt 
the class. That happens a lot with bad weather. I also find it frustrating when the teacher 
asks a question, and I answer right away, but my answer doesn 't show up for a few 
minutes, making it look like I didn 7 answer on time, or that I copied someone else's 
answer. We call that a "lag". Another disadvantage is not being able to interact 
physically, with the teacher or other students. It's not face-to-face. Since it isn't face-to-
face, it makes it easy to get distracted. I've noticed a lot of the other students don't 
participate, or even respond or say anything in class. I know that a lot of them use the 
time to Facebook, or watch TV. But, I don't let these disadvantages take away from the 
big picture that online schooling works for me. 

Describe how living with cystic fibrosis affects your learning. 

Because I have cystic fibrosis, I was homeschooled up until high school, when I began 
online schooling. It is always important that I'm kept away from unnecessary germs, 
which is why I was never put in to a public school. So, cystic fibrosis has changed the 
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way I've received my education in the past, but it never stopped me from becoming 
educated. Being home schooled and online schooled isn't normal for most kids, but it's 
been my normal, and I've never known anything different. I'm glad I was put into online 
school, because it has allowed me to be flexible and have my own schedule, while still 
keeping up with everyone else and being able to keep myself healthy. However, I'm not 
sure how cystic fibrosis will affect my learning once I get to college. I'm worried I won't 
have enough energy, I'm worried I'll fall behind, I'm worried the professors won't be 
patient with me, I'm worried the teachers won't trust me, or be willing to help me in the 
ways I need. I'm just going to have to do the best I can when the time comes and see 
where it goes. It remains part of the unknown for now. 

Describe how cystic fibrosis has impacted your education. 

Despite having cystic fibrosis, I have been able to excel academically. Having cystic 
fibrosis makes it difficult for me to be able to keep up with my schoolwork all year long, 
with many sick visits to the hospital and the many days ofjust not feeling well. I'm tired a 
lot, I have to eat all the time, and I have breathing treatments and enzymes that need to 
be taken daily. It often leads to me having to constantly worry about missing class, worry 
about falling behind, and worry about not being able to catch up and be back where I 
need to be. Instead of going to a normal public high school, I now go to online school. 
But before high school I was homeschooled so that I was kept away from the germs, and 
so that I wouldn 't be held back when I had to miss school because of being sick. I've had 
to build trust with my teachers online so that I can tell them when I am sick and when I 
need extra time or help with something. The communication with my teachers has to be 
kept open, that way they know how to help and accommodate me when needed. Overall, I 
think cystic fibrosis has impacted my education in the way that I go to online school 
instead of public school. But because my teachers understand my disease and are able to 
be flexible with me, I have been able to stay in school and not fall behind. 

Describe your future educational goals. 

While I'm in my high school years, I would like to take as many AP tests as possible. I 
hope to get college credit for those courses as well. I've also taken the National Latin 
exam with hopes to get college credit for it. This year I will be a senior, so I am hoping 
and working towards a high SAT score. I'm going to apply to community colleges this 
year, hoping to get set up for a summer enrollment for next year. I would like to get a 
head start with my courses, just in case I get sick for a while.. I won't get too far behind 
hopefully. I'm not sure how colleges work with "medically fragile " students. I already 
know and worry about needing time off and extra time for the work; Ijust don't know 
how colleges deal with that. Guess I'll cross that bridge when I come to it. I think I want 
to have a career as a nutritionist. My cystic fibrosis is what has inspired me to want to be 
a nutritionist. I want to be able to help other people with the same challenges I've faced 
with eating and nutrition. 

Describe your medical needs. 
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So, I have cystic fibrosis, right? Well, the way I normally describe it is by saying that my 
lungs and digestive system don't work correctly. Unlike a healthy person, my lungs are 
very susceptible to bacterial growth and germs, where mucus clogs up my lungs and 
make it difficult to breath. Sometimes the bugs get bad enough that I require some 
hospital time to become healthy again. But on a normal daily basis, I do breathing 
treatments, inhalers, antibiotics, and chest physiotherapy twice daily. As with the 
digestive problems; I take what are called enzymes with everything I eat so that my body 
can break down and absorb the nutrients. I constantly have to snack on high calorie 
foods, because my body works a lot harder than a healthy person's, and it's hard to gain, 
or even maintain my weight. Having cystic fibrosis also takes away from my energy level 
sometimes; I'll get tired real easy. 

Describe your medical needs as they relate to your learning and schoolwork. 

On a daily basis, my mornings and nights are somewhat spent tending to my medical 
needs. This means doing breathing treatments as well as chest physiotherapy in mornings 
and night. Not even including when I am actually "sick", having to be on IV antibiotics. 
Treatments and my Vest interfere with class time, but I am able to sit in class with a 
laptop in front of me while doing my Vest and treatments. I also have to be eating 
constantly throughout the day. Cystic fibrosis puts a lot of stress on my daily life, 
especially involving my schoolwork. A lot of the time, I'm unable to get my assignments 
done on time because of being sick or being at the hospital. Or I'm worried about not 
being able to get it done. But it helps that I've built a trusted relationship with my 
teachers to where I can tell them when I need more time and such, without them thinking 
that I am just slacking off. Cystic fibrosis has made it challenging for me to establish a 
normal school routine, because it is unpredictable when I might be sick. 

Describe your experience with peers. What do you tell them about your illness? 

Growing up, I've learned that it's easier for me to hide my disease from my peers, 
rather than let them know. There have been times when my peers knew about my disease, 
and used it against me. For example, one time I had a late submission on a homework 
assignment. It was late because I had been sick, and I asked the teacher for an extension. 
When one of the other students saw that I got frill credit for a late submission, she pointed 
out the fact that she thought it was unfair, and talked to my teacher about it. My teacher 
explained to her that it was excused and that I talked to her before submitting it. The 
other student still felt like it was unfair, and told other students that I get off easy because 
of my CF. That upsets me because it wasn 't true, and I hate when my disease gets used 
against me. That's why I don't tell anyone about my disease anymore, unless I get to 
know them really well and I know I can trust them to not judge me for it. 

Describe your experience with teachers. What do you tell them about your illness? 

For the past two years, I've had the same teachers. I've developed trust with them, so 
that lean keep up with my schoolwork, even when I'm sick. At first it was hard telling 
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them about my disease because I didn't want them to let me off easy, or think I use my CF 
as an excuse for slacking. Over time, I became more comfortable with being open about 
it with them, and I also realized the importance of it. I'm glad my teachers trust me. But I 
also worry about what will happen when I go to college and I won't have the same 
teachers. I've realized how important it is to let my teachers know about when I'm sick, 
so I will have to do the same with my college professors—I'm just not sure how they will 
handle it. 

Describe how you want others to perceive you such as teachers and peers. 

I don't want my peers viewing me as weak, different, limited, or even sick. I don't want 
them to think that because I have cystic fibrosis I can't do what they can, or that I can't 
keep up with them. I want them to see me as what I am... Violet. Normal? Well, I like to 
think I'm normal just like them. Ijust have a disease. I want them to see that I'm a 
normal kid, that I'm hard working, that I'm nice, and easy-going. I don t want them to be 
afraid of me, and I want them to know that I have to work just as hard as them to get 
where I want to go. That's not how it always is though. I've had several peers think I 'm 
getting off easy because I'm "sick", and I've had many people use my disease against 
me. Ijust want them to see past it. That's why I hide having cystic fibrosis a lot of the 
time. 

Describe your thoughts about the term "medical fragility 

I don t like being referred to, or labeled as "medically fragile ". I think it scares people, 
and I feel like it automatically puts a negative effect on my condition. I mean "fragile " 
makes me think "weak, breakable ". I don't want to be thought of as that. It makes people 
assume that I'm sick, or that something is wrong with me. There's nothing wrong with 
me, my body just works a little differently. But not everyone can see it that way. I want to 
be normal, I don't want people to be scared off by my disease, there's much more to me 
than that. When I'm referred to as medically fragile, it makes me feel small, like everyone 
thinks that cystic fibrosis defines me. That's why I try to hide it. I don t like telling people 
about my disease because I'm afraid they won't be able to look past that. I often try to be 
as secretive about my disease as possible because it's hard for me to open up about it, 
and I get frustrated answering so many questions about it. 

Violet's Inquiry Led Narratives 

Describe your background and homeschooling experience. 

Because of cystic fibrosis, I have never attended a public school. When I was younger, I 
was homeschooled because my parents wanted to do what they could to keep me healthy. 
Beginning in kindergarten, my mom taught me along with my two sisters and cousin. 
Even though my sister and cousin were four years older than me, we worked and learned 
together. As a kid, school wasn't really my highest priority, but because my mom never 
accepted anything but my best effort, and because my parents consistently reinforced that 
education was important, I later developed expectations of myself. I expect myself to get 
good grades, and do my best so that I can be successful and move on to college. With my 
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little sister and I often being in and out of the hospital throughout the years, 
homeschooling made it possible for me to keep up with my education and not fall behind. 
Homeschooling has brought my family together, and has helped us develop a close 
relationship with each other, so that we can all support one another. Having this extra 
support when I am sick helps minimize my stress to a manageable level. From 8th grade 
on, I've been online schooled. Online school has helped me develop my own 
independence, and it has allowed me to keep up my education while also being flexible so 
that lean take care of all my medical needs, especially when I'm on home IV antibiotics. 
Now that I'm older, I understand the importance of staying healthy, and why I do not 
attend a public school. Online learning allows me to be me, and to focus on my academic 
achievements, rather than my illness. 

Describe your thoughts about attending public school. 

As a kid, I always wanted to go to public school because that was the normal thing to do. 
I felt different since I didn't go, I felt weird being home-schooled. I felt like I was missing 
something by not going. I always wondered what it'd be like to go to a normal school. 
But as I was growing up and started going to high schools for testing and such, I quickly 
realized I wasn 't missing as much as I thought I was. They were kids in a classroom, 
learning materials and doing schoolwork. Just like me! Just in a different setting. I know 
that I have been kept out ofpublic school because of cystic fibrosis, because I need to be 
kept away from germs, because that's the way it has to be, and I'm okay with that, even 
though I will never truly know what it's like to go to public school. 

Describe your relationship with your family. 

I don't know if I can say the same for them or not, but it's normal for us. I can't really 
take cystic fibrosis out of the picture, I think things would be very, very different, 
everything would. But I would say my relationship with my parents, as well as my sisters, 
is really good and strong. They all give me the support I need. Ifeel bad a lot of the time 
though. I know my parents and my older sister worry a lot, and get stressed out a lot, and 
I hate being one to put that burden on them. I mean, of course my parents are going to 
worry about me, I'm their kid. But not in the way of constantly having to worry about me 
staying healthy, worry that I'm not eating enough, worrying about the unknown. I'm 
pretty sure they worry more than me, it's not the same for me since I'm the actual person 
with CF. I don't wanna think anything's wrong, I wanna think I'll be fine no matter what. 
I know it's different because my little sister also has CF. I worry about her, I sometimes 
focus more on making sure she gets what she needs more than I do for myself. I don't 
know why that exactly is, like I said it just feels different. With her, lean see it, with me. I 
just feel normal! Other than that, I think my relationship with my parents is even better 
than a lot of kids'. It's weird. I feel different sometimes just because it seems like kids my 
age hate their parents, they don't want to be around them, and when they are, it is 
awkward. With me, it's like... I love my Momma; I love my Daddy. I need them! I think 
having CF has made me be able to realize that they do more than a lot for my own 
benefit, it takes a lot of time, money and effort with this disease, and they do it all. With 
other kids I think they feel like they deserve more than what their parents are able to give 
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them, I don't think they realize what they actually have. As for my relationship with my 
sisters, that's also good, and different from a lot. We get along most of them time, joke 
around, have a good time. My older sister has been a big help to me with my CF, she 
helps out a lot when I'm on IV meds and such. My little sister is awesome too. I'm really 
close with my family, and I think a lot of kids would put friends before family, but I don 7. 
I'm really happy with my relationship with my family, I wouldn't change it if I could. 

Describe your relationship with your sister who has cystic fibrosis. How is it similar and 

different to your experience with cystic fibrosis? 

My sister and I are very different, even though we both have cystic fibrosis. I don't view 
her any different than I would if she didn't have CF. However, lean say that seeing 
someone with CF is very different from being someone with CF. I can understand why my 
parents do and say the things they do, they want me and her to be healthy. Somehow it's 
different for her and I though. It's like I have it in my mind more, but for her. It's a matter 
of staying on top of her to make sure she's doing what she needs to rather than myself. 
Sometimes it's easier to push her than myself But going through the process of doctor 
visits, hospital visits, those things, are the same for us. I can tell she gets worked up and 
nervous and anxious before our doctor visits, I can see it. I can relate to it, it is very 
scary, and on those days it's all put under a magnifying glass. We don't know what's 
gonna happen, we just want good news. But it's the fear of not knowing what will happen, 
or if we get bad news, or if we're in danger that gets to us. Lately, her and I have been the 
same about eating, too. We both really don't want to eat, it's hardfor us. But we 
encourage each other and try and do our best, we try to have the same eating schedule. I 
like it when her and I are on the same schedule, with eating, treatments, all that. It makes 
it easier to knock both out at one time, and it's easier to keep track of. I'm four years 
older than her, and I am just now really realizing and figuring out all these little things 
are so important and so critical to our health. If I go one day without really eating like I 
should. I lose about 2lbs. It takes so long and it is so hard to get those back. It just goes 
to show how hard my body really is working and how much it really needs to energy. I 
think at this point in her life, from where I've been and what I can tell, she does what she 
has to because she knows she is "supposed" to, or she'll get in trouble. I don't think she 
really fully understands just yet that it's not about getting in trouble for not doing it, it's 
about putting her health in jeopardy. That took a while for me to understand, and it is 
hard to accept. But setting CF stuff aside, her and I are like normal sisters. We bicker 
sometimes, but we get along just fine. We're always around each other, always bossing 
each other around. We're normal. 

Describe why you call yourself an online learner rather than a homeschooler. 

When I was homeschooled in elementary school, kids would often ask what school I 
attended. When I would say, "I'm homeschooled, " they often gave me weird looks, and 
no longer seemed interested in talking to me, or getting to know me. Because of this, I 
didn 't always want to disclose the fact that I was homeschooled. So when I started my 
online school, I changed my phrasing. From that point, whenever someone would ask 
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where I went to school, I would simply say, "I go to online school. " I stopped referring 
to myself as homeschooled because Ifelt like it had a negative effect on how people 
viewed me. 

Describe how you use the Vest. 

In order to stay healthy, I am required to do the vest airway clearance system twice daily. 
I put the vest on, and hook the tubes up to each side. I turn the machine on, which then 
Jills the vest with air through the tubes. I hit the on button again, and it begins to shake. 
It's meant to help shake the mucus from my lungs. I do two sets, two times daily currently. 
Each set lasts 10 minutes, making the whole session 20 minutes long. That means 40 
minutes a day I am hooked up to the vest machine. 

Describe your breathing treatments. 

Currently I am required to do daily breathing treatments. Lately, it's been crucial that I 
do them three times daily. Each treatment takes about three minutes, and I have three 
different medicines to inhale. However, I only have to do one medicine three times a day, 
while all others, twice a day. I use the E-flow nebulizer. The nebulizer, when turned on, 
takes the liquid medicine, and transforms it into droplets of mist that is then inhaled deep 
in the lungs. Depending on the medicine, it can taste really bad, give you bad breath, 
burn your throat—a lot of different things. A lot of time is also spent sterilizing and 
cleaning the nebulizers to make sure all the bacteria and germs are killed. 

Describe your hospital experience. 

Growing up, a lot of time was spent in the hospital when I would get sick. I used to have 
to get a PICC line (peripherally inserted central catheter) placed in my arm every time I 
needed a tune up. For the first few, I was placed in the hospital for a couple of weeks. I 
hated it there, I couldn't leave my room because of the germs, 1 couldn't have my little 
sister there, I was poked and prodded through the day and night, always woken up, I 
didn't like the food-- It just was never a good experience. However, once my family and I 
became comfortable with handling the PICC line and medicines, my family and my 
doctor decided to let me go home and have the IV antibiotics administered there. It takes 
a lot of time and effort from me and my family to do the stuff at home, but it is so much 
more comfortable being home.. And it also made it seem like less of a big deal, maybe 
more normal. But after some time, and many PICC lines, I ran out of suitable veins. 
That's the reason why I had to have the port placed. I think of it as a permanent PICC 
line. 

Describe your experience with PICC lines. 

Up until I turned 15,1 had to get PICC lines (peripherally inserted central catheters) 
placed every time I got sick. Each time the process was stressful. Up until the actual 
procedure, it was all stress and anxiety about everything. I worried about medicine 
deliveries from the pharmacy, nurse visits, pain, eating, just anything and everything. It 
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was also always a big thing for my family and I to worry about if I had any good veins 
left for them to stick. Toward my last couple years ofgetting PICC lines placed, I knew I 
didn 't have arty good veins left in my left arm. I always tried telling the nurses and PICC 
team that there weren 7 any available veins in my left arm. It was just always a matter of 
if they would actually listen to me or not. Just like when I have to get my blood drawn. 
It's frustrating when I know my body, and try to tell my nurses and doctors, and they just 
ignore me. It discourages me from speaking up, or even wanting to disclose information 
about my body. Now I have a port, so I don't go through that same experience anymore 
when I need a tune up. 

Describe your recent experience with the Port. 

Throughout my childhood, I was hospitalized. Once my condition worsened, and I had 
run out ofgood veins from getting catheters placed in my arm, it became time for a port-
a-cath. I always knew growing up that the time would come when there would be no 
other choice but to have a port surgically placed. Even though I knew I had it coming, it 
didn 7 make the process any easier. I didn 7 want a permanent metal device in my chest 
forever. What if other people saw it, or noticed it? I didn 7 want to have to worry about 
getting a surgery every four years to get it replaced. I was worried about it hurting, and 
the anxiety of introducing another aspect into my cystic fibrosis really got to me. I was 
hesitant to go forward with the placement, but I knew it was in my health's best interest. 
The first few months of having the port were difficult. It was a brand new thing that my 
family and I were all getting used to. It took time for us to familiarize ourselves with the 
new device, to figure out how it works, to make sure it was being properly taken care of 
It addedjust one more thing to the list of my monthly check offs, because now I have to be 
flushed with saline and heparin through the port once a month. I was told—by several 
doctors and nurses—that the port would make my life easier. In some ways it did, and 
some ways it didn 7. It made it easier for me when I get sick, it's easily accessed, and 
does not require a trip to the hospital. However, whenever I see it in the mirror, it 
reminds me that I'm sick. I also worry about people seeing it, I try to keep it covered as 
best lean, so that no one notices or asks questions about it. I've had people see it and 
push on it and ask what it is, and I'm not comfortable with that. I'm not comfortable with 
it being touched or with people asking questions about it, that's why I try to hide it. 
During random times too, I'll get a stinging sensation down my left arm and chest, and 
it's from my port hitting a nerve—another reminder, and also awkward in social 
situations. Overall, I understand the port is beneficial to my health, but I wish it wasn 7 
visible, and I wish it wasn 7 such a constant reminder of my disease. 

Describe a bad day. 

Everyone has bad days, including me. Sometimes I have days where I just want to give 
up, on everything. My schoolwork, my medicine, I just lose the motivation. I feel down, I 
feel like no matter what I do I'll always be sick, and no matter what happens, school will 
still be waiting for me when I'm back Ilose the will to even try, I'm not able to see why I 
should work so hard just to have to be sick and worry anyway. I hate the days when I 
wake up and Ijust know it's gonna be a hard day, Ijust know I'm just going to want to be 
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done with everything, want to be done with worrying about my school work and worrying 
about my health, worrying what I can do to improve them; which typically happens when 
I'm struggling the most at a sick time. But you can't have good days without bad days, 
and the bad days are tough to work through but the good days make it worth it. 

Describe your personal expectations. 

Looking back, as a kid, I didn't really understand the point of being homeschooled. My 
parents were consistent in reinforcing the fact that education is important, but all I knew 
was that I was always expected to do my best in my schoolwork. I knew I was expected to 
do all my school work, and I knew education was important, but I was a kid and I had my 
regular days where I just didn't try hard at all, I didn 7 do my best. My mom never 
accepted that as my last effort, whenever I made any mistakes or errors, I knew I had to 
go back and re-work them until they were corrected. My mom never treated me any 
differently as a student than she did with my sister and cousin. I was held to a high 
standard, and couldn't get away with doing anything less than my best. When my mom 
taught my sister and cousin, I was included in their discussions, even though I was four 
years younger than them. That along with the reading and writing skills I developed in 
homeschooling, helped me prepare for my online schooling. When I went to online 
schooling, all the responsibility of my schoolwork shifted from my Mom and me, to just 
me alone. From then on I had expectations of myself I try to always work hard and do 
my best no matter what. 

Describe the difference between peers and friends. 

I refer to kids around my age as my peers. I do not use peers to refer to my friends. This 
is because I consider my friends to be people that I am comfortable being around, and 
who are comfortable being around me. I act like myself around my friends, and my peers 
are typically the kids who I am not so comfortable with, the kids who I do not trust. 

Describe developing trust with others such as teachers, peers, and friends. 

When I first enrolled in online school, my mom had let my teachers know that I have 
cystic fibrosis. I didn't want them to know, because I didn 7 want them to treat me any 
differently than if 1 didn 7 have CF. It was hard for me in the beginning to tell them when 
I was sick, and when I was in the hospital because I didn 7 know if they would believe me 
and think I'm just slacking off. I'm now a junior, and I have been with my teachers since 
the 8th grade. Over time we've established a trusted relationship, where we keep an open 
line of communication so that they always know what's going on with my health. It took a 
lot of time to build, andfor me to get comfortable with letting them know about it, so I'm 
worried about what's going to happen when I graduate and I won 7 be with them 
anymore. It's kind of the same thing with my friends, I'm always afraid to let them know 
about my CF, and when I'm sick I don 7 want them to worry, and I don 7 want them to 
pity me, it's hard to be open about it. It takes time for me to build trust with my peers as 
well, I have to feel comfortable enough with them, and be confident enough that they 
know me well enough that they won 7 let my disease change their view of me. I've always 
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struggled with being open about my disease to everyone, including adults, and speaking 
up for myself. There have been a lot of times when adults have spoken down to me when 
I've tried to speak up, or when they've just ignored what I have to say. It's frustrating 
because I know body well enough to know when I'm sick, and my past experience with 
nurses and doctors has made it difficult to advocate for myself, because I often feel 
invisible and unheard. For that reason, it's hard for me to speak up when I know I'm 
getting sick. With my teachers, peers, and doctors, I feel it's best to have open 
communication where both sides are heard, as well as trusted. But that doesn't always 
happen, so I do the best I can with what I'm given. 

How does online learning help you feel accepted? 

Normally when I am going somewhere new, like when I started my current youth group, I 
often feel different than everyone else. A lot of kids feel the same about me, they point out 
how I'm different. They notice I'm really small for my age, they notice me constantly 
clearing my throat, and they notice how much I eat. However, when I started online 
schooling, no one was able to physically see all those things, they couldn't see me. Online 
schooling has made it easier for me to be invisible about my cystic fibrosis. I felt like 
everyone else in there, I felt like a normal student, a normal kid, I felt like I was a part of 
that group. I made a lot of friends, and I liked it because we got to know each other 
through emails, Facebook, Skype, texting, & calling, and they didn 't know I had CF. So 
once I made the decision to tell them individually, it was easier for me to tell them, 
because I knew that they had already seen how "normal" I can be; How I acted and 
talked and such just like them, like any other normal kid. They knew me for Violet, and 
they knew me as Violet. So I didn 7 think I would be seen as the sick girl, I felt like they 
would be able to see past my disease. They had already seen me have to work just as 
hard as them with my schoolwork, so I hoped that they wouldn 't think I got off easy 
because of my disease. Having cystic fibrosis constantly makes me feel like I have to 
prove myself, like I have to prove I can do what the other kids do. It's kind of been a 
motivator for me in school to show that I'm not limited even though I have cystic fibrosis. 

Describe a time when cystic fibrosis impacted your academics. 

So, it's my junior year and I'm in AP physics. So I sign up to take the AP Physics exam, 
hoping to score high enough for college credit. Last year I took the AP Biology exam, no 
problem. Well this year, the day arrived and I was ready to kick butt. I show up to the 
school early, and sit with the other kids waiting to take the test. As I 'm waiting patiently, 
the nerves start to kick in. I get a little sweaty and start thinking I'm not ready, I'm not 
prepared, I'm gonna bomb. You know, the normal nervous thoughts. So we get into the 
classroom, I shuffle around the room to find the desk with my name on it, of course it's 
the very last desk in the far left corner. At this point, my stomach is turning and I'm 
getting a little shaky. I'm hoping this is just nerves and I'm not actually getting sick I 
went prepared, I packed an Ensure plus (high calorie shake) for the break, I knew I 
wasn 't going to make it through the whole 3 hours on just breakfast. I get sick and feel 
yucky if I don't keep my strength up with food throughout the day. Well, we begin the 
test; the first half is multiple-choice. We've got 90 minutes to complete the 70 multiple-
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choice questions. Right up until the point when the proctor said "Begin the exam, " I was 
thinking I was going to bomb and just not know anything on the test. When I opened the 
booklet and got the first few answered rather quickly, my confidence grew. I was so 
relieved: I knew the material! I breeze through the multiple-choice questions andfinish 
the first part of the exam in 60 minutes. I can't leave the room or do anything until the 
remaining 30 minutes is up. I already tell myself: I'm not going back and double-
checking my answers because I would end up changing most of them and confusing 
myself. It's always best for me to stick with my first instinct, so I did that. I closed my 
booklet andjust waited the rest of the time. Break rolls around and I gulp down my 
Ensure in about 5 minutes. My mom warned me to not drink it too fast cause I might get 
sick from that. But normally when I have them at home it takes me about 5 minutes to 
drink them. The break ends and we get back in the classroom, sit in our desks, and wait 
for the next half of the exam to be administered. I was feeling pretty confident, I knew 
most of the material on the first half, and Ifigured since I did that the second half would 
be the same. But again, those slow few minutes right up until the protector tells us to 
begin was nerve racking. I open my booklet and read the first free response question. I 
start panicking, I didn't understand what the question was asking, I didn't know what I 
was supposed to be answering. I decided to skip it and come back to it later, the same 
thing happens with the 2ndfree response question. At this point my stomach drops and I 
started shivering and getting really sweaty. I'm trying to keep calm and not cause a 
distraction, but I didn't know what was wrong. I didn't know if 1 drank my snack too fast, 
if I was getting sick, I didn't know how to make myselffeel better. I put my elbows up on 
the desk and put my face in my hands, and take a deep breath. I felt some sort of rush, 
weird feeling, and my hands become really wet, the next thing I know, my test booklet 
was covered in blood. My nose started bleeding. When I realized what was going on, I 
covered my nose completely with my left hand, only to worry about the germs I was 
putting all over my face. The proctor notices what's happening, rushes over with tissues 
and tells me to go to the restroom and clean up. As I'm walking out of the room all the 
kids start looking at me and Ifeel really embarrassed. I heard a few of them ask if I was 
okay and what was wrong with me. I didn't even know at this point. I go to the bathroom 
and clean up, wondering what all the other kids are thinking. I rinse my face with cold 
water andjust sit for a few minutes; then I returned to the classroom. When I came back 
to the room, the proctor made sure I was okay to finish the exam. I felt better, and I went 
back to my test booklet. The rest of the free response questions were easier than the first 
2.1 was so glad when the proctor called time and said the test was over. That was a 
rough experience. Especially since I don't know why I felt the way I did at the beginning 
of the second half. I'm still worried about other kids making issues about how I got to 
leave the test room. A few days later I was called back to the school to report the 
irregularity during testing. I knew it wasn 't my fault, but I was embarrassed andfelt bad 
for making the proctor have to go through the whole trouble of reporting the irregularity 
and that whole deal. I hope that doesn 't happen again, and I'm nervous it will for the 
next big test I take. 

Describe a time when cystic fibrosis has impacted your social life. 
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Most of the time I try to keep the cystic fibrosis aspect of my life private. I'm only 
comfortable with my close friends andfamily being aware of my disease. I just don't want 
to scare any new friends off, and I don't want to be seen any differently than I would if I 
didn't have a disease. I'm just afraid of being known as "that sick girl", I'm afraid of 
people not wanting to look past that. So I try to keep it as private as possible. However, I 
recently joined a catholic youth group at my local church. I explained to the youth 
minister that I have cystic fibrosis, because I felt that it was important for him to know my 
limits, and to be aware of it, in case anything ever went wrong. I also told him that I 
didn t want him telling anyone else in the youth group that I have it. Well, I guess he 
forgot. I don't think he did it on purpose, but he let it slip to a few of the kids in the youth 
group. I was really worried about what they thought, and if that changed the way they 
saw me. One of the kids he had told started expressing concerns when I would cough, or 
when I would run out of breath during ultimate Frisbee. He made it his duty to tell 
everyone to take it easy on me and to tell me when to sit down and rest. He would 
constantly ask me if I was okay and if I needed anything. This is what I was worried 
about. I didn't want him being worried about me, and I especially did not like the added 
attention to my cystic fibrosis. I explained to him that I know my limits, and that I will 
stop, or ask for help if I ever needed it, but unless I didn % Ijust wanted him to ignore it, 
or forget it. He felt badfor pointing it out, and Ifelt badfor being awkward about it. 
Eventually, we became close friends and he is still persistent in making sure I eat lots, 
and making sure I don't work myself too hard. 

Describe your online social interaction during online classes. 

In my online class chat rooms, there are several students, plus the teacher. My classmates 
(peers, friends) and I work together inside and out of the classroom. During class, we work 
together to answer the teacher's questions, and to solve problems. Normally, the teacher will ask 
a question and call on someone to answer it. If that person gets stuck, the teacher asks for 
volunteers to help answer the question. My teachers are pretty persistent in making sure that 
everyone gets a chance to participate. Outside of class, my friends and I normally establish 
study groupsfor preparation of upcoming exams, orfor the AP courses. We invite all the 
students in the class to our study group, and whoever agrees to join all have to establish and 
agree on a time and place to meet. Typically, we have 4 or 5 students in a study group. We 
meet either Gmail chat, or Skype. When we meet on Gmail, we have it set up so that we all 
have each other emails, and when we sign into them we are able to view who is online and who 
is not. If they are online, you click their name and "add to chat room On Skype, it's the 
same thing, only we can voice and video conference there. My jnends and I are pretty persistent 
in making sure we acquire enough studying time, and we are able to help each other when 
needed. For example, on the days I miss class, or when I'm late, some ofmy jnends/ some of 
the other students will text message my cellphone and ask where I am. We also send each other 
reminders.. - "we have a quiz due at midnight". I like that I am able to rely on my friends for 
help. Even though I'm online schooled I still have the social interaction with other students. 

Describe your interactions and relationship with your online teachers. 

For the past 3 years, I've built a trusting relationship with all of my teachers. Inside and 
out of the classroom, I am comfortable talking to Dr. Wilson. I email her with updates on 
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my health, and when I need help with the homework In the classroom, she allows me to 
answer questions and directs other students who need help to me. I like that I feel useful 
and helpful to her, since she sends other students to me when they need help with either 
homework, or familiarizing themselves with the Moodle and site. Dr. Wilson is consistent 
in challenging me and the other students in the classroom. Whenever any of the students 
have questions and they are brought up in class, she will never just give us the answer. 
Instead, she re-directs us and asks us questions that will help lead us to the answer. I 
think that by doing that, she teaches us how to solve the problems by ourselves, rather 
than just telling us the answer. That's been helpful, especially in prep for the AP Physics 
exam. I like being comfortable enough with her to ask for help, and being able to 
communicate with her. 

Mr. Young has always been encouraging and helpful to me and the other students. It's 
the same with him as it is with Dr. Wilson, I am comfortable asking for help and 
communicating with him. However, his technique is a little different than Dr. Wilson's 
instruction. When we need help, or we 're stuck, Mr. Young will walk us through a similar 
problem, and then tell us to apply that to the one we 're working on. He likes to see our 
work step by step so that he can tell us where our errors are. When he asks a question in 
class and someone gets the answer wrong, he is good about acknowledging effort and 
redirecting us back on track. I like how encouraging and patient he is with us. 

Dr. Smith's teaching techniques are different from both Mr. Young's and Dr. Wilson's 
styles. He's taught us that there is always more than one right answer. Even though he is 
a good teacher, I sometimes am hesitant to share my opinion in the Literature class—Just 
because I'm afraid he '11 think it's stupid. It's pretty brutal having him as a teacher, he's 
very honest and doesn 7 always sugar coat what he thinks or has to say. His exams are 
always the toughest, too. He doesn't cut any slack, if you don't do your best and he knows 
it, he '11 dock your score. I think it's an effective way of teaching but it makes things a 
little more stressful for me. 

I've liked Ms. Appleton as a teacher from the first class I had with her. Right off the bat 
she was nice, encouraging, and helpful. Since she taught Latin, she understood the time 
and effort it took from all of us as students, and was very forgiving with us. For the kids 
who needed extra help, she set up Skype video conferences with them on her free time to 
help them work through it. She also held a Skype video conference in preparation for 
exams and tests, where all the students were invited. Ilike how willing she is to go the 
extra mile to help make sure me and the other students keep up with where we need to be. 
That was helpful to me, especially when I was sick and got behind. 

What do you think a teacher should know about teaching medically fragile 
adolescents? 

I think teachers should understand that being medically fragile; I have all the same capabilities 
as a "normal" kid. I, as well as all other medically fragile adolescents, should still be held 
accountable for the work and participation required in school. Just because I have an illness 
does not mean I am any less of a student than the next kid. My teachers typically make certain 
accommodations for me to be able to master the material withoutfalling behind. It's helpful for 
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me when my teachers are able to give me extensions when I'm sick, give me extra time in the 
classroom when I miss, send me extra review contents, and also offer extra credit. I think when 
teachers are willing to be flexible with their medically fragile students, it makes it possible for 
them to keep up and master the content like any other normal kid would, just like I have been 
able to. 

Describe your thoughts about participating in this study. 

When my mom asked me to participate in the study, 1 was willing to participate, but I 
didn 't really understand why the study was taking place, who it would affect, and how it 
would affect me. When I asked my mom why she was doing the study, she explained that 
there have not been any studies about medically fragile adolescents and learning. As I 
invested more into it, I realized the study is a good opportunity for my voice to be heard. 
Living with cystic fibrosis, I have learned that it's hard speaking up for myself to adults, 
because / often feel like I am not heard and that I am being looked down on. Although I 
have watched my parents advocate for me, it is difficult for me to advocate for myself 
because there have been many times when I have spoken up and just been ignored. I want 
this study to help teachers and adults understand how medical fragility affects me, and to 
treat me as a competent individual, and understand that my cystic fibrosis is only a part 
of me, and it does not define me. I'm hoping my perspective will help others understand 
what it's like to live and deal with medical fragility. 

Violet's Daily Journal 

Day 1 
Today I feel: Tired, not wanting to do anything. Don't feel like eating, definitely don't 
feel like getting my homework done. It'll be a long day. 
How is cystic fibrosis affecting my schoolwork today? It's not helping me get it done. 
Today my cystic fibrosis symptoms include: Tiredness, nausea. 

Day 
Today I feel: Better than yesterday. Feeling good. 
How is cystic fibrosis affecting my schoolwork today? It's not really affecting it at all, I 
just need to sit down and do it. 
Today my cystic fibrosis symptoms include: Nothing out of the norm for me. Today's a 
good day. 

Day 3 
Today I feel: Good, been hungry all day even though I've been eating. 
How is cystic fibrosis affecting my schoolwork today? Doesn't appear to have an affect 
today, I feel pretty good. 
Today my cystic fibrosis symptoms include: None really. Sort of developed a new cough, 
not too happy about it. 

Day 4 
Today I feel: Irritable, but overall okay. 
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How is cystic fibrosis affecting my schoolwork today? Well, I had an assignment to get 
done before class, but I got distracted with my vest and forgot. I had to work on it class. 
Today my cystic fibrosis symptoms include: Just that junky cough. 

Day 5 
Today I feel: Alright, no complaints. 
How is cystic fibrosis affecting my schoolwork today? I don't see how it is at all. 
Today my cystic fibrosis symptoms include: None really. My cough turned into a dry 
one, so that makes me feel better. 

Day 6 
Today I feel: Tired and yucky. 
How is cystic fibrosis affecting my schoolwork today? It's keeping me from being able to 
work on anything. 
Today my cystic fibrosis symptoms include: Severe stomach pain (cramping and nausea). 

Day 7 
Today I feel: Still tired and yucky, didn't sleep much. 
How is cystic fibrosis affecting my schoolwork today? Still can't get it done. 
Today my cystic fibrosis symptoms include: Still having stomach problems. 

Day 8 
Today I feel: Starting to feel somewhat back to normal. Drank lots of glycolax, it's finally 
working. 
How is cystic fibrosis affecting my schoolwork today? I'd prefer to feel better than this, 
but I need to work on my school work regardless. It's just hard to make myself. 
Today my cystic fibrosis symptoms include: Don't really want to eat because of my 
stomach, but it's getting back to normal. 

Day 9 
Today I feel: Better, much better. I feel good today. 
How is cystic fibrosis affecting my schoolwork today? It's not really. I just have to catch 
up from what I didn't do for the last few days. 
Today my cystic fibrosis symptoms include: Tiredness is about it. 

Day 10 
Today I feel: Good, no complaints. 
How is cystic fibrosis affecting my schoolwork today? It's not really. While I'm feeling 
good I'm gonna try to work ahead. 
Today my cystic fibrosis symptoms include: A little bit of nausea but that's just from my 
cough and the sinus drainage. 

Day 11 
Today I feel: Back to my normal giggly self as always. I feel good. 
How is cystic fibrosis affecting my schoolwork today? It's not, so while I feel good gonna 
keep working ahead. 
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Today my cystic fibrosis symptoms include: A little cough here and there is about all. 

Day 12 
Today I feel: Excited. I get to go see my friend tomorrow. 
How is cystic fibrosis affecting my schoolwork today? It's not really, I've gotten all my 
work done for today. 
Today my cystic fibrosis symptoms include: Nothing out of the usual for me. 

Day 13 
Today I feel: Good & excited. Get to spend time with my friend, haven't seen him in what 
feels like forever. 
How is cystic fibrosis affecting my schoolwork today? Other than I just don't feel like 
doing it, it's not. 
Today my cystic fibrosis symptoms include: Cough, sinus drainage. 

Day 14 
Today I feel: Exhausted from the long weekend, but I feel good. 
How is cystic fibrosis affecting my schoolwork today? I got my work done, so not much. 
Today my cystic fibrosis symptoms include: Cough, sinus drainage. 
Day 15 
Today I feel: Good overall, feel like I haven't been sleeping well lately though. 
How is cystic fibrosis affecting my schoolwork today? Well, I have a doctor's 
appointment that will take a few hours, which means I'll be missing class. I don't really 
have any time today to work on anything either. 
Today my cystic fibrosis symptoms include: Today's been good, nothing out of the 
ordinary. 

Day 16 
Today I feel: Still exhausted from the long week and not sleeping enough. 
How is cystic fibrosis affecting my schoolwork today? We'll see if I can even get around 
to it today. Just not really up to it right now. 
Today my cystic fibrosis symptoms include: Had an on and off headache all day, feel 
really tired. Not really interested in eating much right now either, but I have to anyway. 

Day 17 
Today I feel: Pretty good, in a good mood and don't feel too tired. 
How is cystic fibrosis affecting my schoolwork today? Eh, I need to go back and review 
the class I missed, other than that it's fine. 
Today my cystic fibrosis symptoms include: None really. 

Day 18 
Today I feel: I'm doing good today, feel better than I have in a while actually. 
How is cystic fibrosis affecting my schoolwork today? I feel good, so I can work on it 
whenever I just make myself sit down to do it. 
Today my cystic fibrosis symptoms include: Sinus drainage is about all. 
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Day 19 
Today I feel: Scattered. I feel like I have a lot to do but I can't seem to get any of it done. 
How is cystic fibrosis affecting my schoolwork today? I don't think it has at all. 
Today my cystic fibrosis symptoms include: Other than battling not wanting to eat and 
having to eat anyway, none. 

Day 20 
Today 1 feel: Worried & anxious. Sister is having surgery. 
How is cystic fibrosis affecting my schoolwork today? I have the rest of the week off for 
Thanksgiving break. So now I can do the readings that 1 dread. 
Today my cystic fibrosis symptoms include: Felt okay today. 

Day 21 
Today I feel: Good. Making Thanksgiving feast & my sister conies home today so it'll be 
a good day. 
How is cystic fibrosis affecting my schoolwork today? I'm on break, and it feels 
goooood! 
Today my cystic fibrosis symptoms include: Feel like I'm getting really tired easily, and 
dizzy when I move too fast. 1 don't know, 1 think it's just an off day. 

Day 22 
Today I feel: Good & excited. My family is going to see Breaking Dawn, finally. 
How is cystic fibrosis affecting my schoolwork today? I'm still on break, yayyyy! 
Today my cystic fibrosis symptoms include: Sinus drainage. 

Day 23 
Today I feel: Super tired, 1 couldn't sleep well for the past few nights. 
How is cystic fibrosis affecting my schoolwork today? It's not. I got up just in time for 
class so it's all good. 
Today my cystic fibrosis symptoms include: Belly cramping, nausea. 

Day 24 
Today I feel: Irritable and scattered. So much to get done in so little time! 
How is cystic fibrosis affecting my schoolwork today? I missed an assignment. 
Today my cystic fibrosis symptoms include: Tiredness, sinus drainage and stomach 
aches. 

Day 25 
Today 1 feel: I feel good today, very good. 
How is cystic fibrosis affecting my schoolwork today? Well I had to get an excuse for the 
late submission, other than that it hasn't affected today. 
Today my cystic fibrosis symptoms include: Sinus drainage. 

Day 26 
Today I feel: Overly tired, I don't know why. I can't seem to get enough sleep, I still wake 
up tired. I just feel exhausted. 
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How is cystic fibrosis affecting my schoolwork today? I don't have the energy I need to 
really work on homework. So I'm gonna work more on resting, and paying attention to 
class tonight. 
Today my cystic fibrosis symptoms include: Just fatigue really. 

Day 27 
Today I feel: I feel okay. No complaints here. 
How is cystic fibrosis affecting my schoolwork today? My CF isn't taking away from my ^ 
schoolwork today, I've got the energy. 
Today my cystic fibrosis symptoms include: You know, it's hard to differentiate my CF 
"symptoms" from just how I feel everyday. I'm starting to get confused with what my 
symptoms are even. Coughing doesn't feel like a "symptom" to me because I'm used to it. 
But I have gotten a junkier cough recently, so other than an annoying cough, I don't think 
I really have any other symptoms today. 

Day 28 
Today I feel: Alright, got up early for me this morning for my physics class. 
How is cystic fibrosis affecting my schoolwork today? Luckily since break is coming up 
my teachers are easing off the homework so I don't have too much to do. CF isn't 
affecting my schoolwork today I don't think. 
Today my cystic fibrosis symptoms include: I feel normal today, nothing abnormal that 
I'm noticing as a symptom. 

Day 29 
Today I feel: Anxious, scatter-brained, nervous. I've got a doctor appointment tomorrow, 
no matter when I go I always feel this way, but it's getting close to the time of year that I 
usually get pretty sick and need what they call, a "tune-up". 
How is cystic fibrosis affecting my schoolwork today? Well, for literature I have to read 
ahead since I'll be missing class tomorrow. So I guess my CF is making me work ahead, 
which I don't see as a problem. 
Today my cystic fibrosis symptoms include: Other than a stomach ache from forgetting 
to take enzymes with breakfast, none really. 

Day 30 
Today I feel: Nervous and anxious. I don't want to go to the doctor. 
How is cystic fibrosis affecting my schoolwork today? I'm missing class because of my 
CF today, though I don't mind. 
Today my cystic fibrosis symptoms include: This annoying dry-hacking, I just can't clear 
my throat and my breathing feels stuffy. 

Day 31 
Today I feel: Nervous, scared, anxious. Found out at my doctor appointment that it is 
time for a "tune-up", but this one will be out of the norm for me. Not a PICC line this 
time, but a surgically inserted port-a-cath. 
How is cystic fibrosis affecting my schoolwork today? I need my surgery as soon as 
possible, so today will be more focused on phone calls and making sure my medicines get 
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ordered and all that, rather than school. Though I've got class tonight and I'll be able to 
attend. 
Today my cystic fibrosis symptoms include: Still having that stuffy breathing, with an 
added new cough. 

Day 32 
Today I feel: Nervous and scared still, I just want this day to be over. My surgery is 
scheduled for this afternoon. I really hope I can come straight home and not have to stay 
the night at the hospital.. We'll see. 
How is cystic fibrosis affecting my schoolwork today? I'll be missing 2 classes and I can't 
do any schoolwork. Today is all about CF it seems like, nothing else. I hate things this 
way. 
Today my cystic fibrosis symptoms include: Just some coughing. 

Day 33 
Today I feel: Surprisingly okay, but my body is really exhausted from surgery. We 
started my meds over the weekend so I'm waiting to feel yucky, I normally do on these 
meds. Now it's just a matter of making sure I eat, drink, and keep up with my normal 
treatments. 
How is cystic fibrosis affecting my schoolwork today? I'm still recovering from surgery, 
and I overslept and missed my morning class. So now I'll have to review that, plus all my 
other homework. If I can get to it. 
Today my cystic fibrosis symptoms include: Coughing every few minutes ever since I got 
up, and I don't have much of an appetite. 

Day 34 
Today I feel: I'm doing well today. 
How is cystic fibrosis affecting my schoolwork today? I've got to review yesterday's 
missed class, but I feel good enough to work on what I need to. 
Today my cystic fibrosis symptoms include: Just changing my meds every 8 hours, 
though that's not really a symptom, um. I don't know, I don't feel like I have any today, 
just a little more tired than normal. 

Day 35 
Today I feel: Okay, no complaints. It sucks being hooked up, but that's life right now: Or 
at least mine and my little sister's. But then again, not just ours. My parents, and my sister 
are pretty stressed out. I wish I didn't have to make them feel that way. 
How is cystic fibrosis affecting my schoolwork today? It's not. No missed classes today 
and no missed assignments. 
Today my cystic fibrosis symptoms include: Like I've said, just being hooked up 3 times 
a day, and not really an appetite. Actually, I don't want to eat at all. 

Day 36 
Today I feel: This has been the slowest feeling week ever! I've only had my port and been 
on these meds for a week! It feels like sooo much longer, probably just because it's taking 
a while for my body to recover from surgery, but still. 
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How is cystic fibrosis affecting my schooiwork today? I'm feeling okay, which means 
going to class and getting my work done. 
Today my cystic fibrosis symptoms include: Um, I don't think I have any really. 

Day 37 
Today I feel: Excited, ready for break! Just ready to not have to be stressed and worried 
about getting my homework done every single day. But still bleh, I mean I'm hooked up 
on these meds and held up for break-
How is cystic fibrosis affecting my schooiwork today? It's not, I already got my Friday 
quizzes done! And break means I can make sure I didn't miss any assignments, and if I 
did, I have catch-up time. 
Today my cystic fibrosis symptoms include: I feel okay, no symptoms for me today. 

Day 38 
Today I feel: I feel so yucky and exhausted and just the worst ever. My health just keeps 
getting worse, I'm losing weight, I can't make myself eat, my lungs aren't improving.. My 
body is overly exhausted. This is awful right now. 
How is cystic fibrosis affecting my schooiwork today? There's no way I'm getting 
homework done, no way I can go to class, and no way I'm getting anything schoolwork-
related done. 
Today my cystic fibrosis symptoms include: Extreme fatigue, nausea, coughing, no 
appetite. 

Day 39 
Today I feel: Annoyed, anxious, exhausted, frustrated. I have absolutely no strength or 
energy today. But today is another doctor visit, hopefully I get good news.. But honestly 
with the way I'm feeling physically, I need to prepare myself for bad news. 
How is cystic fibrosis affecting my schooiwork today? Missing classes, and homework. 
Today my cystic fibrosis symptoms include: Extreme fatigue, nausea, coughing, no 
appetite, dizziness, fever 

Day 40 
Today I feel: Still yucky as ever. No good news from the doctor yesterday, and no 
improvement. I'm so frustrated and I just want to feel better. 
How is cystic fibrosis affecting my schooiwork today? I really can't do anything. When I 
get up and walk, let alone try and read I get a pounding head ache and I don't even have 
enough energy to walk back an forth from the bathroom. 
Today my cystic fibrosis symptoms include: Extreme fatigue, nausea, coughing, no 
appetite, headache, fever. 

Day 41 
Today I feel: Still tired, I guess maybe a little better than I have been, but still so yucky. I 
just want this all to be over with, to not have to worry about this stuff. 
How is cystic fibrosis affecting my schooiwork today? I've missed this whole week, I'm 
behind, and I don't know when I'll be able to catch up. 
Today my cystic fibrosis symptoms include: Fatigue, no appetite, coughing, fever. 
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Day 42 
Today I feel: Just ready for this to be done, ready to have some sort of improvement, 
ready to just feel better all ready. I wish I knew when I would feel at least okay, just so I 
could have something to look forward to. It sucks not knowing, I would feel better if I 
could just tell myself "okay, this'll all be gone in a week and things will get back to 
normal". But this isn't like that. 
How is cystic fibrosis affecting my schoolwork today? Well, yet another doctor visit 
which means a missed class and more missed homework. 
Today my cystic fibrosis symptoms include: Fatigue, no appetite. 

Day 43 
Today I feel: I wanna quit. I don't wanna make myself eat, I don't wanna have to worry 
about this. Yesterday I found out I lost about 81bs over about 2 weeks of feeling like total 
crap and not being able to eat. Guess this means I'm in serious danger, which means 
eating every hour. I just think it would be easier to get a button in my stomach to hook up 
to feed me at night, that way I wouldn't have to worry about it. I wouldn't have to push 
myself and have this everyday, constant struggle. 
How is cystic fibrosis affecting my schoolwork today? I'm recovering, I got my port de-
accessed last night. I have a little more energy, but not enough to say I feel okay. I'm 
getting further behind on homework and I'm still not able to work on any yet. 
Today my cystic fibrosis symptoms include: Fever, fatigue, no appetite. 

Day 44 
Today I feel: Stressed, tired. Really working on eating around the clock. It sounds stupid, 
but it's hard to eat, and it takes a lot of energy and time. I want my weight back! 
How is cystic fibrosis affecting my schoolwork today? Eating is getting in the way 
everything, but I've got lit class this afternoon, and math class tonight that I HAVE to go 
to. 
Today my cystic fibrosis symptoms include: No appetite, bit of fatigue. 

Day 45 
Today I feel: Stressed, frustrated, I don't even think I realized how important this weight 
is for me to stay healthy. It's hard to make myself eat, but I HAVE to. It's not even a 
question anymore. 
How is cystic fibrosis affecting my schoolwork today? I'm getting back to being able to 
go to my daily classes, so that's good, but I've still got a lot of catch up work to do. 
Today my cystic fibrosis symptoms include: No appetite, and tired. 

Day 46 
Today I feel: I'm doing better today, not fully physically yet. But I'm focused on finding 
ways to get more calories. At this point, it's anything for those pounds. 
How is cystic fibrosis affecting my schoolwork today? I'm able to make my classes and 
do some catch-up work-
Today my cystic fibrosis symptoms include: Other than the no appetite thing that seems 
consistent, none I don't think. 
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Day 47 
Today I feel: Nervous, really stressed about getting this weight back. I have to call the 
doctor tomorrow and report my weight, and if it's not good enough, I have to get a 
feeding tube. Which means hospital. Who would think a simple thing such as eating 
could make this big of a deal? I just can't wait to be out of danger with this. 
How is cystic fibrosis affecting my schoolwork today? Well I have today off from classes 
because it's a national holiday. But it's good because I can review and continue catching 
up on all my late work. 
Today my cystic fibrosis symptoms include: Just some coughing. 

Day 48 
Today I feel: Relieved, finally good news. I called the doctor today and reported my 
weight, with a 31b improvement, which means no hospital visit. Thank goodness! Now I 
just have to keep going with it. 
How is cystic fibrosis affecting my schoolwork today? Getting back on my feet, still 
more tired than usual but I've got exams coming up and I can't afford to miss anymore. 
Today my cystic fibrosis symptoms include: Tiredness. 

Day 49 
Today I feel: Alright, stressed about all the time I've missed in school. Especially since 
midterms are next week. I barely have any time. 
How is cystic fibrosis affecting my schoolwork today? I'm able to get back on my normal 
schedule with classes and the assignments. 
Today my cystic fibrosis symptoms include: Tiredness. 

Day 50 
Today I feel: Kinda getting a little nervous.. I've gained weight but my stomach has been 
cramping up a bit today. I hope I'm not getting backed up. Then all my weight will just 
go right down the toilet, literally. 
How is cystic fibrosis affecting my schoolwork today? These annoying cramps are 
making it hard to focus, and even get comfortable.. But I'm working at it. 
Today my cystic fibrosis symptoms include: Stomach pains. 

Day 51 
Today I feel: Still getting nervous, my pains haven't gone away., and I'm having less of 
an appetite than I have recently.. Guess it means it's time for some clearance. 
How is cystic fibrosis affecting my schoolwork today? The pains are giving me a sort of 
shaky feeling, so it's really hard to focus and get anything done. But I have to. 
Today my cystic fibrosis symptoms include: Stomach pains. 

Day 52 
Today I feel: I think my life revolves around food, no wait, it does! Seriously this around 
the clock eating is annoying and time consuming.. I want it to be the way it used to. 
When I ENJOYED food. Now it just feels like a chore. But hey, I gotta do it. 
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How is cystic fibrosis affecting my schoolwork today? Well, we'll see. I've got midterms 
all this week, and I've missed a bunch of classes. But I'm almost caught up with the work. 
Today my cystic fibrosis symptoms include: I feel fine today, no symptoms really. 

Day 53 
Today I feel: Happy. Today is a happy day, and is going to be no matter what. It's my 
sister's 12th birthday. 
How is cystic fibrosis affecting my schoolwork today? I'll make my classes and I can take 
my midterms.. So it's not I guess. 
Today my cystic fibrosis symptoms include: None that I know of right now. 

Day 54 
Today I feel: Nervous about my physics midterm. I hope I do okay. And eat-eat-eat-eat! 
How is cystic fibrosis affecting my schoolwork today? It's not, I feel fine. 
Today my cystic fibrosis symptoms include: No symptoms currently. 

Day 55 
Today I feel: So excited! Most of my midterms are done, and I'm going to the Winter 
Ball this weekend with my best friend. I've got my dress, and everything. I can't wait. 
And I'm so happy I feel okay enough to go. 
How is cystic fibrosis affecting my schoolwork today? It's not really. I'm getting stuff 
done. 
Today my cystic fibrosis symptoms include: Kind of have a new cough hacky thing 
happening, but other than that I'm good. 

Day 56 
Today I feel: Excited and anxious in anticipation! I leave tonight to go to NY. I'm kind of 
nervous about going through airport security with my port, but hopefully it's not an issue. 
How is cystic fibrosis affecting my schoolwork today? Friday quizzes are done, I'm 
thinking CF isn't affecting school today. 
Today my cystic fibrosis symptoms include: Just that cough thing still. 

Day 57 
Today I feel: I'm back from vacation, glad to be home. But I had so much fun! It was 
awesome: The dance, the food, everything. I even took class at Kevin's house, they 
thought that was pretty cool. 
How is cystic fibrosis affecting my schoolwork today? I'm having more of a focus issue 
right now than anything, so. 
Today my cystic fibrosis symptoms include: I'm a little more tired than normal, but I 
think that's more from the long weekend. 

Day 58 
Today I feel: Better than I have actually. It's like I woke up this morning feeling all 
better.. Must be all the eating! 
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How is cystic fibrosis affecting my schoolwork today? I'm making it to all my classes, so 
it's all good. 
Today my cystic fibrosis symptoms include: Like I said, I feel GOOD today! 

Day 59 
Today I feel: Still feel like I'm getting my feet back on the ground. Still feeling better, 
finally, some positive things happening. 
How is cystic fibrosis affecting my schoolwork today? I don't think it is. 
Today my cystic fibrosis symptoms include: Little bit of belly-ache, but that's cause I 
haven't eaten my fiber yet today! 

Day 60 
Today I feel: I feel good, and that's as good as it feels, to say. Oh, and excited. I get my 
hair streaked with pink today, yay. 
How is cystic fibrosis affecting my schoolwork today? Eating-eating-eating all the time, 
kind of interfering a little bit.. Just because every time I get going good somewhere with 
something I've got to break for snack. 
Today my cystic fibrosis symptoms include: Cough-y, hacky, nasal drip thing. 

Day 61 
Today I feel: Pretty good, I can't say anything bad. 
How is cystic fibrosis affecting my schoolwork today? I almost slept over class, but I 
don't think that's my CF's fault. It's hard to tell when I haven't gotten enough sleep or 
when I'm tired from not feeling good. 
Today my cystic fibrosis symptoms include: Tiredness? Other than that just hacky throat 
and nasal congestion-

Day 62 
Today I feel: Kind of anxious for tomorrow, yep! That time again. ANOTHER doctor 
appointment. I see the doctor more than I see my friends, how sad. It's ok, I have my 
family. 
How is cystic fibrosis affecting my schoolwork today? Well gotta work ahead because I'll 
be missing tomorrow. But at least I feel good enough to be able to work ahead. 
Today my cystic fibrosis symptoms include: Cough-y, hacky-ness. 

Day 63 
Today I feel: Nervous, anxious, like I always do on these days. I've been feeling good 
lately, but that doesn't stop the wondering and nerves for actually physically going to the 
clinic and going through the whole process. It's stressful every time, and I hate that. I 
wish I could make my mind think it's no big deal. 
How is cystic fibrosis affecting my schoolwork today? I'm missing class for this 
appointment. 
Today my cystic fibrosis symptoms include: None really. 

Day 64 
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Today I feel: Relieved, yet a little disappointed. Yesterday didn't go as well as I wanted it 
to. But I gained 71bs! But still no lung improvement AND I have to continue working 
really hard with the eating. It's just never ending. 
How is cystic fibrosis affecting my schoolwork today? It's not really; just have to go back 
and review the class I missed yesterday. 
Today my cystic fibrosis symptoms include: A little tired from the long day yesterday, 
but no really symptoms. 

Day 65 
Today I feel: Good. I'm excited for dinner! I've been getting into new recipes. I like food 
again, finally. It's nice to be able to make something I actually want to eat again. 
How is cystic fibrosis affecting my schoolwork today? It's not yet I don't think. I should 
be able to get my Friday quizzes done no problem. 
Today my cystic fibrosis symptoms include: None really. 

Violet's Daily Symptoms 

• Frequent bathroom breaks 
• coughing (clearing throat) 
• stomach cramps 
• getting tired easily 

I typically have to sleep about 12 hours a day, that's what is normal for me. On a normal 
day when I'm healthy, I'm able to go the mall with my family and be able to keep up and 
shop the whole day, but by the end of the day I'm whooped 

Violet's Lung Exacerbation Symptoms 

• Fever 
• Headache 
• nausea 
• bathroom issues (need to be close to the bathroom at all times) 
• fatigue 
• chills 
• increased amount of sleep 
• trouble getting up 
• sometimes rib pain 

When I'm sick, it's hard to even walk to the bathroom. I'll get tired and exhaustedjust 
from walking a short distance. 
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Table 3. 

Violet's Medical and Academic Schedule 

Monday Tuesday Wednesday Thursday Friday 
8:00-8:30 

9:00-9:30 

Inhalers, 
breathing 

treatments, 
vest, 

antibiotics, 
sterilizing 
nebulizers, 

500+ calorie 
breakfast 

Physics class 

Inhalers, 
breathing 

treatments, 
vest, 

antibiotics, 
sterilizing 
nebulizers, 

500+ calorie 
breakfast 

AP Physics 
class 

10:30-11:00 

11:00-11:30 

11:30-12:00 

12:00-12:30 

1:00-1:30 

2:30-3:00 

3:00-3:30 

3:30-4:00 

7:00-7:30 

After class Inhalers, Inhalers, Inhalers, 
physics quiz breathing breathing breathing 

(Every treatments, treatments, treatments, 
Monday: vest, vest, vest, 

automated antibiotics, antibiotics, antibiotics, 
physics quiz sterilizing sterilizing sterilizing 

closes nebulizers, nebulizers, nebulizers, 
midnight) 500+ calorie 500+ calorie 500+ calorie 

breakfast breakfast breakfast 
200+ calorie Latin Reading for Latin 

snack Assignment: American Assignment: 
translation Literature. translation 
passages, passages, 

vocab drills. vocab drills, 
quiz. (Every 
Thursday: 
automated 
Latin quiz 
closes at 

midnight) 
Study for 

math 

Latin class 

Study for 
math 

Literature 
class 

200+ calorie 
snack 

Pre-calculus 

Lunch 500+ 
calories 

Study for 
Physics class 

Latin class 

AP physics 
readings and 
assignments 

Lunch 500+ 
calories 
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Table 3 continued. 

8:00-9:30 

9:00-9:30 

9:30-10:00 

Pre-Calculus Physics class 
class 

Inhalers, Inhalers, Inhalers, Inhalers, 
breathing breathing breathing breathing 

treatments, treatments, treatments, treatments, 
vest, vest, vest, vest, 

antibiotics, antibiotics, antibiotics, antibiotics, 
sterilizing sterilizing sterilizing sterilizing 
nebulizers, nebulizers, nebulizers, nebulizers, 

500+ calorie 500+ calorie 500+ calorie 500+ calorie 
night time night time night time night time 

snack snack snack snack 
Inhalers, 
breathing 

treatments, 
vest, 

antibiotics, 
sterilizing 
nebulizers, 

500+ calorie 
snack 

Violet's Narrative Description of Normal Schedule 

This is my normal schedule when I am well. I don't adhere to a certain set-time schedule 
for study times. I normally work throughout the day on readings, assignments, problems, 
homework, quizzes, projects, whatever I have for my courses. Sometimes it's easier for 
me to work on my stuff late at night, I focus better then. My study and outside of class 
work schedule is based around due dates and times, and my daily health needs (eating, 
bathroom issues, treatments, medicines, rest). I spend a lot of time playing phone tag with 
the nurses and pharmacies, making sure all my prescriptions are filled. It's normal for 
me to visit the doctor frequently (1-2 monthly) even when I 'm well, and my appointments 
are always scheduled for Wednesdays. The doctor is an all day trip, meaning every time I 
have an appointment; I always miss literature class and can't really work on any of my 
schoolwork for the day. My symptoms and how I'm feeling vary daily, lean be fine one 
day and not so much the next. There are days when I'm too tired, when I have headaches, 
when I have bellyaches, when I'm just not feeling good even when I'm "healthy". I 
normally have to work on the weekends as well, because I have stuff due for the following 
Monday, and it's easier to spread my work out. I do my best to stay on top of things and 
to make sure I'm staying where I need to be, keeping up with everyone else. 
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Table 4. 

Violet's Medical and Academic Schedule During Exacerbation 

Monday Tuesday Wednesday Thursday Friday 
3:00-3:30 am 

3:30-4:00 am 

9:00-9:30 

9:30-10:00 

10:30-11:00 

11:00-11:30 

11:30-12:00 

12:30-1:00 

1:30-2:00 

2:30-3:00 

3:00-3:30 

3:30-4:00 

4:30-5:00 

5:30-6:00 

6:30-7:00 

7:00-7:30 

7:30-8:00 

8:00-9:30 

8:30-9:00 

IV antibiotic 
1. 

IV antibiotic 
2. 

Physics class. 
(If I can make 

it) 
200+ calorie 

Snack 
Inhalers, 
breathing 

treatments, 
vest, 

antibiotics, 
sterilizing 
nebulizers, 

500+ calorie 
breakfast 

IV antibiotic 
1. 

IV antibiotic 
2. 

500+ calorie 
lunch 

200+ Calorie 
Snack 

200+ Calorie 
Snack 

200+ Calorie 
Snack 

200+ Calorie 
Snack 

200+ Calorie 
Snack 

200+ Calorie 
Snack 

IV antibiotic 
1. 

200+ Calorie 
Snack 

Pre-calculus 
class 

IV antibiotic 

IV antibiotic 
1. 

IV antibiotic 
2. 

IV antibiotic 
1. 

IV antibiotic 
2. 

IV antibiotic 
1. 

IV antibiotic 
2. 

Inhalers, 
breathing 

treatments, 
vest, 

antibiotics, 
sterilizing 
nebulizers, 

500+ calorie 
breakfast 

IV antibiotic 
1. 

IV antibiotic 
2. 

500+ calorie 
lunch 

200+ Calorie 
Snack 

200+ Calorie 
Snack 

Latin class. 
200+ Calorie 

Snack 
200+ Calorie 

Snack 
200+ Calorie 

Snack 
200+ Calorie 

Snack 
IV antibiotic 

1. 
200+ Calorie 

Snack 

IV antibiotic 

Inhalers, 
breathing 

treatments, 
vest, 

antibiotics, 
sterilizing 
nebulizers, 

500+ calorie 
breakfast 

IV antibiotic 
1. 

IV antibiotic 
2. 

500+ calorie 
lunch 

200+ Calorie 
Snack 

200+ Calorie 
Snack 

200+ Calorie 
Snack 

200+ Calorie 
Snack 

200+ Calorie 
Snack 

200+ Calorie 
Snack 

IV antibiotic 
1. 

Pre-calculus 
class 

200+ Calorie 
Snack 

IV antibiotic 

Inhalers, 
breathing 

treatments, 
vest, 

antibiotics, 
sterilizing 
nebulizers, 

500+ calorie 
breakfast 

IV antibiotic 
1. 

IV antibiotic 
2. 

500+ calorie 
lunch 

200+ Calorie 
Snack 

200+ Calorie 
Snack 

Latin class 

200+ Calorie 
Snack 

200+ Calorie 
Snack 

200+ Calorie 
Snack 

200+ Calorie 
Snack 

IV antibiotic 
1. 

200+ Calorie 
Snack 

Physics class 

IV antibiotic 
1. 

IV antibiotic 
2. 

AP physics 
class. 

200+ calorie 
snack 

Inhalers, 
breathing 

treatments, 
vest, 

antibiotics, 
sterilizing 
nebulizers, 

500+ calorie 
breakfast 

IV antibiotic 
1. 

IV antibiotic 
2. 

500+ calorie 
lunch 

200+ Calorie 
Snack 

200+ Calorie 
Snack 

200+ Calorie 
Snack 

200+ Calorie 
Snack 

200+ Calorie 
Snack 

200+ Calorie 
Snack 

IV antibiotic 
1. 

200+ Calorie 
Snack 

IV antibiotic IV antibiotic 
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Table 4 continued. 

200+ Calorie 200+ Calorie Pre-calculus 200+ Calorie 200+ Calorie 

Snack Snack class Snack Snack 
Inhalers, Inhalers, Inhalers, Inhalers, Inhalers, 
breathing breathing breathing breathing breathing 

treatments, treatments, treatments, treatments, treatments, 
vest, vest, vest, vest, vest, 

antibiotics, antibiotics, antibiotics, antibiotics, antibiotics, 
sterilizing sterilizing sterilizing sterilizing sterilizing 
nebulizers, nebulizers nebulizers, nebulizers, nebulizers, 

500+ calorie 500+ calorie 500+ calorie .500+ calorie 500+ calorie 
night time night time night time nighttime night time 

snack. snack. snack. snack. snack. 

Violet's Narrative Description of Schedule When Sick 

My schedule is never consistent when I'm sick, because while lam on the IVantibiotics, I 
normally sleep throughout the entire day, have no energy, and have fevers, nausea, and 
headaches. I will try my best to make it class as much as I can while I'm sick but a lot of 
the times it is just too much and I will just have to catch up when I get to feeling 
better. When I'm sick, my doctor visits increase and sometimes get up to once a week. 
It's really exhausting going to the doctor and waiting aroundfor several hours while I'm 
sick. All of my time and effort is spent tending to my health needs (administering meds, 
eating, pushing fluids, sleeping), it becomes the number one priority, and my schoolwork 
is put on the back burner. 

Summary 

This chapter documented Violet's emic experience. Data included her authentic, 

contexualized experience at a particular place and time. The following chapters examine 

and analyze this data to identify emerging themes through the use of narrative analysis in 

consideration of emerging themes related to the junction of illness and education. 



CHAPTER 5 

DATA ANALYSIS 

There was limited evidence about medically fragile adolescents. Existing literature 

neglected the emic perspective of a medically fragile adolescent. Hence, the purpose of 

this research was to gain insight into the lived experience of a medically fragile 

adolescent in relation to education. Through purposive sampling, Violet was selected 

because she was a medically fragile adolescent who had cystic fibrosis. 

This inquiry required triangulation to solidify the findings and minimize parent-

researcher bias. Triangulation included the use of multiple data sources to identify 

contextualized themes within and across documents to include letters, narratives, 

journals, interviews, and photographs. These documents contextualized Violet's 

experience and established triangulation; the depth of her narratives generated rich, thick 

data. Collectively, these data sources captured a holistic view of her lived experience. 

Topics were coded in terms of significance and relevance to identify recurrent themes. In 

Chapter Six, I address overarching interrelated themes. 

My research design initially intended to include dialogic analysis; however, emerging 

evidence led this inquiry into a new direction to reflect the significance exhibited within 

Violet's narratives. This data source captured her authentic voice without parent-

researcher interference (pp. 96-133). Keeping the narratives intact prevented the de-

contextualization of Violet's experience and misinterpretation of the meaning-making 

134 



135 

process. The narratives revealed overlapping themes embedded within subjective 

experience. Using Violet's words also allowed readers to develop their own 

interpretation. 

To achieve disciplined subjectivity in this study, I identified potential assumptions 

and potential biases related to the topic before beginning data collection. This also 

required frequent reflexivity to explicitly record field notes in consideration of multiple 

subjectivities to include the perspectives of researcher, teacher, and parent. The data 

analysis process entailed reading through each document through various lenses and 

documenting subjectivities. Frequent member checking occurred during data analysis to 

confirm accuracy. Furthermore, the inclusion of Violet's narratives, in combination with 

peer debriefing, minimized parent-research bias and associated subjectivities from 

blurring nuances within Violet's emic experience. 

Understanding the lived experience of an adolescent with health complexities 

required additional descriptive information. Violet's illness and medical regimen 

impeded her enrollment at a traditional high school (pp. 108-109, lines 3-21). Her 

education was supplanted by online learning in pursuit of academic achievement. To 

develop a contextualized account, this study examined the intersection of Violet's 

medical needs and academics within an authentic context, her home. This study sought 

to understand interrelated factors and significant themes embedded within Violet's 

constructed reality to reveal implicit and explicit facets of her lived experience. 

Organization of Data Analysis 

Data analysis occurred throughout the course of the study (Merriam, 2002). Narrative 

analysis involved reading data multiple times to develop a holistic sense of Violet's 
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experience that led to the identification of interrelated meaningful connections. Thematic 

and structural analysis allowed data to be examined and developed into topics and 

analytic themes (Bogdan & Biklen, 1998; Reissman, 2008). A comparison of emerging 

themes occurred within and across data sources in pursuit of triangulation (Merriam, 

2002). Analysis required frequent member checking to ensure the accuracy of 

interpretations. NVivo qualitative data analysis software and peer debriefing established 

the dependability of the findings (QSR International, 2012). 

Narrative Analysis 

Prior to beginning the interviewing process, Violet composed letters (pp. 96-98, lines 

4-94). These letters captured her implicit and explicit contextually situated experience 

(Clandinin & Connelly, 2000). Narrative analysis included the explication of authentic 

voice reflective ofViolet's lived experience (Reissman, 2008). The examination of 

letters, journals, interviews, narratives, and photographs considered voice, subjectivity, 

embedded inferences, explicit data, and themes (Riessman, 2008). Thematic analysis 

included both personal and social constructions. Violet's experience occurred in specific 

contexts at particular points in time. This revealed intricate, interrelated complexities 

(Clandinin & Connelly, 2000; Denzin & Lincoln, 2000; Guba, 1990). Violet's voice, in 

particular contexts, was studied to depict an accurate, meaningful representation of her 

experience in relation to her education. 

Once data collection was complete and transcribed, data were read and reread 

multiple times to develop a holistic frame of reference (Creswell, 2007; Patton, 1990; 

Reissman, 2008; Stake, 1995). I incorporated thematic analysis to examine the data. 

After I completed the initial coding and identification of themes, data were entered into 
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NVivo qualitative analysis software to establish transparency and minimize researcher 

bias (QSR International, 2012). This qualitative analysis program arranged data by 

extracting recurrent words, phrases, and themes. Coded data were organized by theme. 

The significance, context, and recurrence of particular topics determined prevalent, 

interrelated themes. 

Structural Analysis 

Structural analysis considered how Violet expressed herself. This included references 

to notable variables that influenced her perceptions and contextually situated 

understandings (Reissman, 2008). Data were analyzed for the recurrence of significant 

topics to consider how these factors influenced her experience and understanding. 

Structural analysis identified intertwined, meaningful connections reflected in the 

overarching themes (Reissman, 2008). 

Visual Analysis 

To capture Violet's emic perspective, she took a variety of photographs and selected 

photographs to create both a photo collage and video that captured her lived experience. 

Visual analysis contextualized her lived experience, providing depth to the bounded case 

(Reissman, 2008). Visualization reflected Violet's interpretation of experience at a 

particular time and particular place as part of the meaning-making process (Reissman, 

2008). This data source established triangulation that included Violet's spoken, written, 

and visual expression to represent an authentic interpretation. 

Presentation of Descriptive Characteristics of Respondent 

Using purposive selection, participant selection was based on specific criteria related 

to the bounded case. My daughter was a medically fragile adolescent who had cystic 
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fibrosis. Violet was 15 years old. Health complexities precluded enrollment in a 

traditional school setting. She was homeschooled, along with her two sisters and her 

cousin, until 7th grade. Homeschooling provided the flexibility to accommodate her 

health needs, and facilitated her academic achievement. For the past two years, Violet 

enrolled in online learning classes. Given the constraints associated with cystic fibrosis, 

the use of Internet technology allowed her to participate in a virtual learning 

environment. She was the only medically fragile student enrolled in the online courses 

offered by the online school. Violet used a laptop computer, an iPad, or her iTouch to 

attend class. This flexibility allowed Violet to adhere to her medical regimen, attend 

doctor appointments, and rest to minimally compromise her learning (p. 99, lines 129-

151; p. 105, lines 80-96). 

Given Violet's homeschooling and online learning background due to medical 

fragility, consideration of family dynamics was warranted. Violet lived with both 

parents, and two sisters. One of her sisters also had cystic fibrosis. Due to the demands 

of illness coupled with an alternative educational approach, our family was 

extraordinarily close. We spent a lot of time together as a family unit to deal with the 

demands of medical complexities. Violet explained, 

I think my relationship with my parents is better than a lot of kids'. It's weird. I 
feel different sometimes just because it seems like kids my age hate their parents, 
they don't want to be around them, and when they are, it is awkward. With me, 
it's like. ..I love my Momma; I love my Daddy. I need them! (p. 109, lines 48-
51) 

She also stated, 

My parents and our whole family.. .we can have conversations.. .we all appreciate 
each other. I think having CF has made me be able to realize they do more than a 
lot for my own benefit, it takes a lot of time, money, and effort with this 
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disease...With other kids, I think they feel like they deserve more than what their 
parents are able to give them.. .1 don't think they realize what they actually 
have.. .1 am really close with my family, and I think a lot of kids would put 
friends before family, but I don't think they realize what they actually have. (p. 
109, lines 53-60) 

This relationship placed me in a uniquely privileged position that allowed me to capture 

Violet's meaning-making experience. 

Presentation of Descriptive Characteristics of Online Learning 

This section describes the dynamics of the online learning environment. Due to 

copyright restrictions, I was unable to capture evidence of the actual learning process in 

action. However, my observations noted both synchronous and asynchronous 

components to support student learning. Web-based applications, Moodle (What is 

Moodle?, 2012) and WizIQ (WizIQ Platform, 2012), were implemented to moderate 

class discussion, participation, and interaction (pp. 102, lines 261-271). This format 

provided an opportunity to facilitate instruction that included active student engagement 

and student participation to guide instruction. The teachers clearly delineated learning 

expectations at the beginning of the year, and these expectations were clearly reinforced 

throughout the school year. Students knew what was expected. In addition, the teachers 

did not tolerate late work unless the parent provided notification in advance of the 

designated deadlines. 

Within this virtual structure, the environment was similar to that of a traditional 

classroom, including student led inquiry, teacher led instruction, teacher and student 

interaction, assignments, projects, quizzes, mid-term exams, and final exams. Student 

enrollment in online classes ranged between 5 and 15 students. Student demographics 

reflected students who were exclusively homeschooled and some students who 
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previously attended public school. Class formation was comprised of multi-age grouping 

to include students between the ages of 15 and 18. Adhering to a traditional school year 

format, synchronized instruction occurred when students met weekly at designated class 

times. Each class lasted 90 minutes. In addition, asynchronous learning was evident. 

Violet was an active learner responsible for allotting time to complete course work 

outside of class time. She was expected to complete assignments before class which 

included reading, answering questions, and perusing the class website to access content-

related web-links to complete assignments and quizzes (p. 103, lines 5-6, 17-18; p. 105, 

lines 90-91; p. 115, lines 344-345). These assignments were then discussed in class. 

Classes began by reviewing assignments, before new instructional content was 

introduced. Teacher-led instruction was also balanced with student-led inquiry. Projects 

allowed students' interests to guide the learning process in the development of conceptual 

understandings. In addition, class presentations allowed students to share their work with 

others. 

Teachers contacted parents if any issues arose. In terms of formal assessment, the 

online courses included quizzes, mid-term exams, and final exams (p. 103, lines 17-19). 

The automated quizzes were administered weekly and closed at designated times. For 

mid-term exams and final exams, I received an email notification with proctoring 

instructions. I was expected to monitor Violet to ensure she adhered to the time limit and 

that she did not use any external sources during testing (p. 103, line 21). 

Research Questions 

This qualitative study captured the contextualized experience of a medically fragile 

adolescent, Violet, to encompass her educational experience. The following research 
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question undergirded the inquiry process: What is the educational experience of a 

medically fragile adolescent? During data collection, an additional sub-question 

emerged. Violet was an online learner, which prompted the question: What is the 

significance of online learning? Further understanding of her educational experience 

required examining the use of technology to learn in an online learning environment. 

Analysis of Data 

The following includes a detailed description and analysis of Violet's personal and 

detailed everyday experience. Violet's voice described what it was like to live as an 

adolescent girl with cystic fibrosis. Initial narrative analysis sought to capture a holistic 

sense of her experience. Further thematic, structural, and visual analysis of data revealed 

interconnected, overarching themes. These themes were extracted and organized for data 

analysis. 

The most prominent theme throughout the study was the concept of normality. It was 

embedded within Violet's subjective construction of knowledge. Violet's letter to her 

teacher reflected her self-perceived normality as she explained, "there is nothing wrong 

with my brain-I'm still academically capable, even when I'm sick" (p. 98, lines 69-70). 

Addressing the impact of her illness, Violet described herself as normal by stating, "I 

don't feel any different than your everyday average kid. I look, act, and think like a 

normal person" (p. 99, lines 120-121). She described her experience as being similar to 

that of any other adolescent. This transitioned to additional themes of visible and 

invisible health needs intertwined within her everyday life and her educational 

experience. To vividly illuminate Violet's experience and my commitment to respect her 

perspective and voice, I presented aspects of data analysis, which included representative 
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sections of her narrative accounts. Violet's voice characterized her experience using her 

own words. Furthermore, it minimized the presence of my parent-researcher 

subjectivities. 

In developing a holistic sense of Violet's contextualized experience, it was essential 

to describe her background. To set this stage, Violet described her childhood experience: 

Because of cystic fibrosis, I have never attended a public school. When I was 
younger, I was homeschooled because my parents wanted to do what they could 
to keep me healthy. Beginning in kindergarten, my mom taught me along with my 
two sisters and my cousin. Even though my sister and cousin were four years 
older than me, we worked on our schoolwork together. As a kid, school wasn't 
really my highest priority, but my mom always expected my best effort. Because 
my parents consistently reinforced that education was important, I later developed 
expectations of myself. I expect myself to get good grades, and do my best so that 
I can be successful and move on to college. With my little sister and I often being 
in and out of the hospital throughout the years, homeschooling made it possible 
for me to keep up with my education and not fall behind. Homeschooling has 
brought my family together, and has helped us develop a close relationship with 
each other, so that we can all support one another. Having this extra support when 
I am sick helps minimize my stress to a manageable level. From 8th grade on, 
I've taken my classes online. Online school has helped me develop independence. 
It allows me to keep up my education while also being flexible so that I can take 
care of all my medical needs, especially when I'm on home IV antibiotics. Now 
that I'm older, I understand the importance of staying healthy. Online learning 
allows me to be me where I can focus on my academic achievements, rather than 
my illness, (pp. 108-109, lines 3-21) 

This descriptive narrative framed the background of the bounded case, temporally 

situating Violet's experience. 

To understand Violet's lived experience in relation to medical needs, it required an 

explicit description of her lived experience. The following narrative explicated aspects of 

illness that permeated Violet's ordinary life: 

Throughout my childhood, I was frequently hospitalized. Once my condition 
worsened, and I had run out of good veins from getting catheters placed in my 
arm, it became time for a port-a-cath. I always knew growing up that the time 
would come when there would be no other choice but to have a port surgically 



143 

placed. Even though I knew I had it coming, it didn't make the process any easier. 
I didn't want a permanent metal device in my chest forever. What if other people 
saw it, or noticed it? I didn't want to have to worry about getting a surgery every 
four years to get it replaced. I was worried about it hurting, and the anxiety of 
introducing another aspect of my cystic fibrosis really got to me. I was hesitant to 
go forward with the placement, but I knew it was in my health's best interest. The 
first few months of having the port were difficult. It was a brand new thing that 
my family and I were all getting used to. It took time for us to familiarize 
ourselves with the new device, to figure out how it works, to make sure it was 
being properly taken care of. It added just one more thing to the list of my 
monthly check offs, because now I have to be flushed with saline and heparin 
through the port once a month. Several doctors and nurses told me that the port 
would make my life easier. In some ways it did, and some ways it didn't. It made 
it easier for me when I get sick, it's easily accessed, and does not require a trip to 
the hospital. However, whenever I see it in the mirror, it reminds me that I'm sick. 
I also worry about people seeing it, I try to keep it covered as best I can, so that no 
one notices or asks questions about it. I've had people see it and push on it and 
ask what it is, and I'm not comfortable with that. I'm not comfortable with it 
being touched or with people asking questions about it, that's why I try to hide it. 
During random times too, I'll get a stinging sensation down my left arm and 
chest, and it's from my port hitting a nerve—another reminder, and also awkward 
in social situations. Overall, I understand the port is beneficial to my health, but I 
wish it wasn't visible, and I wish it wasn't such a constant reminder of my 
disease, (p. 112, lines 151-175) 

Multiple interrelated subjectivities were embedded in this narrative. This rich description 

captured particularities of her experience. It reflected her self-awareness and 

rationalization of her medical needs, yet she distinguished between herself and her health 

as separate entities (p. 103, lines 296-300). Her narratives revealed her experience as she 

traversed between accepting and coping with the reality of her disease, both internally 

and externally (pp. 96-97, lines 6-61; p. 100, 163-168). This narrative also inculcated the 

reality of living with cystic fibrosis, where the port was a visual reminder of the illness 

she tried to ignore (p. 112, lines 174-175). She described concerns in regard to social 

interactions (pp. 124-125, lines 316-336). In Violet's eyes, the port served as a point of 

contention that made her feel noticeably different (p. 112, lines 156, 168-171, 174-175). 
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I Am Not Medically Fragile! 

Kennedy, Sloman, Douglass, and Sawyer (2007) and Simpson (2001) indicated that 

illness influenced key components of self-identity during adolescence. In her subjective 

construction of reality, Violet did not reference her illness as a salient aspect of her 

identity. Violet became perplexed when I used the term "medically fragile" to discuss 

my research topic. As a participant-observer, I noted her deflated body language: her 

body retracted as she grimaced; this was followed by a long, hesitant pause. Dialogue 

ensued, and she explicitly stated, 

I am not fragile! I don't like being referred to...or labeled as "medically fragile". 
I think it scares people, and I feel like it automatically puts a negative effect on 
my condition. I mean "fragile" makes me think "weak, breakable". I don't want to 
be thought of as that. It makes people assume that I'm sick, or that something is 
wrong with me. There's nothing wrong with me, my body just works a little 
differently. But not everyone can see it that way. I want to be normal, I don't want 
people to be scared off by my disease, there's much more to me than that. When 
I'm referred to as medically fragile, it makes me feel small, like everyone thinks 
that cystic fibrosis defines me. That's why I try to hide it. I don't like telling 
people about my disease because I'm afraid they won't be able to look past that. I 
often try to be as secretive about my disease as possible because it's hard for me 
to open up about it, and I get frustrated answering so many questions about it. (p. 
108, lines 223-233) 

Reflexivity, coupled with narrative analysis, allowed me to acknowledge her position and 

prompted me to inquire about what phrase would be appropriate. During our interview, 

Violet rejected the idea of a label as she exclaimed, "I'm Violet, this is who I am. I am 

me." Our interaction included multiple conversations about alternative descriptions that 

did not have a negative connotation including "health issues," "medical problems," 

"special medical needs," and "medical complexities." She had difficulty describing it, 

but conceded that the term "health complexities" would suffice. 

Violet compartmentalized cystic fibrosis and repeatedly emphasized, "cystic fibrosis 
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is a part of me, not all of me" (p. 99, lines 125-126). Although diagnosed with cystic 

fibrosis at birth, she did not define herself by her medical condition (p. 108, lines 226-

229). Stryker and Burke (2000) asserted that identity formation consists of multiple 

representations of being. Violet was cognizant of cystic fibrosis and its existence in her 

life (pp. 99-100, lines 154-176). However, her identity did not revolve around being an 

adolescent with cystic fibrosis (p. 102, lines 275-283). Caring for her illness was second 

nature, which made it invisible in her eyes (pp. 118-133). Violet described her life as 

similar to other adolescents'. My observations documented everyday activities that 

included hanging out with friends, going to the movies, and going to pizza and prayer. 

Like other teenagers, she used technology as a mechanism to access social media. This 

included mobile devices and computers to interact with others for schoolwork and social 

interaction. 

However, Violet recognized that her illness was a phenomenon that most others did 

not experience. In this respect, she felt "different." The dichotomy between self and 

others became evident as she became aware of the fact that, "No one else has to take 

medicine with each meal; no one else has to do puffers and breathing treatments; no one 

else has to do the Vest" 

Stryker and Burke (2000) explained that social salience allows self-identity to shift as 

guided by situational factors. As Violet grappled with the presence of cystic fibrosis, 

multiple subjectivities emerged in the data analysis to reveal Violet's awareness that 

everyone had something that makes them "different". This transition demonstrated 

Violet's use of comparisons with others during the meaning-making process, which led 

her to believe that, although she had cystic fibrosis, she was like any other teenager. 



146 

Health Needs 

Violet's health needs were imbued in her subjective experience. During an interview, 

I asked Violet to describe her health needs; her responses were brief. She merely stated, 

"I do meds, my vest, and treatments." My data analysis revealed minimal discussion 

about her health needs. Violet perceived her medical needs as normal. Interview 

transcripts briefly glossed over her medical needs. Daily journals indicated the normality 

of symptoms (pp. 118-129). However, at some point the realization of her symptoms 

emerged. She explained, 

You know, it's hard to differentiate my CF "symptoms" from just how I feel 
everyday. I'm starting to get confused with what my symptoms are even 
...Coughing doesn't feel like a "symptom" to me because I'm used to it...I don't 
think I really have any other symptoms today, (p. 122, lines 170-174) 

This evidence indicated the normality of illness instilled within her experience. 

Subjectivities of self and others emerged; she recognized that what is normal for her was 

not normal for others. My positioning allowed further discussion to explicate her implicit 

experience as I asked her to explain her disease and daily routine to someone who does 

not know about cystic fibrosis. She shared, 

...my lungs and digestive system don't work correctly. Unlike a healthy person, 
my lungs are very susceptible to bacterial growth and germs, where mucus clogs 
up my lungs and make it difficult to breath. Sometimes the bugs get bad enough 
that I require some hospital time to become healthy again. But on a normal daily 
basis, I do breathing treatments, inhalers, antibiotics, and chest physiotherapy 
twice daily. As with the digestive problems; I take what are called enzymes with 
everything I eat so that my body can break down and absorb the nutrients. I 
constantly have to snack on high calorie foods, because my body works a lot 
harder than a healthy person's, and it's hard to gain, or even maintain my weight. 
Having cystic fibrosis also takes away from my energy level sometimes; I'll get 
tired real easy. (pp. 106-107, lines 160-170) 
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It was clear that Violet understood the dynamics of cystic fibrosis and the accompanying 

medical needs. Further dialogue and a follow up narrative prompt led Violet to describe 

her daily symptoms in relation to learning. She explained, 

On a daily basis, my mornings and nights are some-what spent tending to my 
medical needs. This means doing breathing treatments as well as chest 
physiotherapy in mornings and night. Not even including when I am actually 
"sick," having to be on IV antibiotics. Treatments and my vest interfere with class 
time, but I am able to sit in class with a laptop in front of me while doing my vest 
and treatments. I also have to be eating constantly throughout the day. Cystic 
fibrosis puts a lot of stress on my daily life, especially involving my schoolwork. 
A lot of the times I'm unable to get my assignments done on time because of 
being sick, or being at the hospital. Or I'm worried about not being able to get it 
done. But it helps that I've built a trusted relationship with my teachers to where I 
can tell them when I need more time and such, without them thinking that I am 
just slacking off. Cystic fibrosis has made it challenging for me to establish a 
normal school routine, because it is unpredictable when I might be sick. (p. 107, 
lines 173-184) 

In order to develop a better understanding of her lived experience, I asked her to describe 

a regular school day. She expounded, 

.. .when I am well. I don't adhere to a certain set-time schedule for study times, I 
normally work throughout the day on readings, assignments, problems, 
homework, quizzes, projects, whatever I have for my courses. Sometimes it's 
easier for me to work on my stuff late at night, I focus better then. My study and 
outside of class work schedule is based around due dates and times, and my daily 
health needs (eating, bathroom issues, treatments, medicines, rest). I spend a lot of 
time playing phone tag with the nurses and pharmacies, making sure all my 
prescriptions are filled. It's normal for me to visit the doctor frequently (1-2 
monthly) even when I'm well, and my appointments are always scheduled for 
Wednesdays. The doctor is an all day trip, meaning every time I have an 
appointment, I always miss literature class and can't really work on any of my 
schoolwork for the day. My symptoms and how I'm feeling vary daily, I can be 
fine one day and not so much the next. There are days when I'm too tired, when I 
have headaches, when I have bellyaches, when I'm just not feeling good even 
when I'm "healthy". I normally have to work on the weekends as well, because I 
have stuff due for the following Monday, and it's easier to spread my work out. I 
do my best to stay on top of things and to make sure I'm staying where I need to 
be, keeping up with everyone else. (p. 131, lines 3-18) 
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She demonstrated autonomy, self-awareness, and self-assessment of daily symptoms that 

impact her learning (p. 129). I then asked her do describe how worsening symptoms 

impacted her learning. She explained, 

My schedule is never consistent when I'm sick, because while I am on the IV 
antibiotics, I normally sleep throughout the entire day, have no energy, and have 
fevers, nausea, and headaches. I will try my best to make it class as much as I can 
while I'm sick but a lot of the times it is just too much and I will just have to catch 
up when I get to feeling better. When I'm sick, my doctor visits increase and 
sometimes get up to once a week. It's really exhausting going to the doctor and 
waiting around for several hours while I'm sick. All of my time and effort is spent 
tending to my health needs (administering meds, eating, pushing fluids, sleeping), 
it becomes the number one priority, and my school is put on the back burner, (p. 
133, lines 3-11) 

Data analysis revealed that Violet experienced frequent fluctuation of symptoms and 

the physical toll of illness on her body was described (pp. 118-129). This was 

accompanied by anxiety as she tried to keep up with her schoolwork. "Catching up" 

emerged as a theme across data sources (p. 98, lines 76-79; p. 99, lines 130-135; p. 104, 

lines 41-43; p. 106, line 122,134; 151-154; p. 107, lines 178-184). She also discussed 

intravenous medication in a very matter-of-fact way (p. Ill, lines 121-133). Although 

most patients required hospital stays, our family administered intravenous antibiotics at 

home to maintain normality and decrease the stress level (p. Ill, lines 127-131). 

While Violet was an adolescent, data analysis indicated that she exhibited confidence 

in her ability to self-assess her symptoms (p. 118-133). Worsening symptoms 

necessitated proactive measures to maintain her health. Due to her illness, Violet stayed 

in frequent contact with doctors. Communication was a key aspect to maintain her 

health. She developed a relationship with her Cystic Fibrosis medical team who helped 

support her medical needs. Violet expressed frustration with adults who treated her like a 
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child and did not listen to her concerns in regard to her health (pp. 113-114, lines 226-

235). This discouraged her from speaking up and made her feel like she had no control 

over medical decisions. 

Normality 

Normality emerged as an overarching theme woven throughout data analysis. This 

recursive topic was emphasized within and across data sources, which established 

triangulation. Of significance, visual analysis revealed the dominance of social 

experiences coupled with the omission of medical attributes. In alignment with existing 

research, Violet perceived herself as normal "like everyone else" (p. 114, lines 244-247). 

She expressed that she wanted others to perceive her as normal (p. 102, lines 275-276). 

Blending in was important to her because she did not like standing out in a "medical 

way." It drew heightened attention to her illness rather than to her as a person. Upon 

further dialogue about how she thought others perceived her, she revealed, 

I think now and in the past my peers have seen me as weak and they kind of down 
grade me and that I need extra help and that is what I don't want. I don't want 
them to feel sorry for me and downgrade me and I don't want them to think I need 
extra help, my brain is fine, cystic fibrosis has nothing to do with my brain. I am 
capable of doing almost everything they are. 

Additional dialogue ensued that disclosed both hers and others' subjectivities, as she 

described how she wanted others to see her: 

I don't want my peers viewing me as weak, different, limited, or even sick. I 
don't want them to think that because I have cystic fibrosis I can't do what they 
can, or that I can't keep up with them. I want them to see me as what I am. 
Violet. Normal? Well, I like to think I'm normal just like them. I just have a 
disease. I want them to see that I'm a normal kid, that I'm hard working, that I'm 
nice, and easy-going. I don't want them to be afraid of me, and I want them to 
know that I have to work just as hard as them to get where I want to go. That's 
not how it always is though. I've had several peers think I'm getting off easy 
because I'm "sick," and I've had many people use my disease against me. I just 
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want them to see past it. That's why I hide having cystic fibrosis a lot of the time, 
(p. 108, lines 211-220) 

Violet shared that others frequently commented about her small size, but she refused 

to disclose that it was related to her cystic fibrosis (p. 114, line 241). Her unusually large 

appetite and frequent high calorie snacking compounded this attention. Others often 

made comments about how much she consumed. This attention made her self-conscious 

of her disease. In addition, on various social occasions, peers had verbally referred to her 

as bulimic and anorexic. 

Another noticeable attribute of cystic fibrosis is frequent coughing, which is 

encouraged to get mucus out of the lungs. This disruption made Violet uncomfortable 

and she sometimes tried to suppress it to minimize its presence. She explained that when 

she coughed, everyone treated her as if she had a contagious disease. 

Trust 

Data analysis revealed that Violet grappled with trust (pp. 113-114, lines 213-235). 

Situational factors influenced Violet's discretion about selective disclosure. In her eyes, 

the presence of her disease was not welcome because it pervaded her experience. Violet 

preferred to keep cystic fibrosis private. Previous experience, negative in nature, 

inhibited her willingness to openly share this information. She recalled a recent 

experience: 

I explained to the youth minister that I have cystic fibrosis, because I felt that it 
was important for him to know my limits, and to be aware of it, in case anything 
ever went wrong. I also told him that I didn't want him telling anyone else in the 
youth group that I have it. Well, I guess he forgot. I don't think he did it on 
purpose, but he let it slip to a few of the kids in the youth group, (p. 116, lines 
321-326) 
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Although unintentional, she felt this was a violation of her trust. She feared being 

rejected by others: Explaining that she believed that, when cystic fibrosis was brought 

up, it scared others off and they stopped talking to her. Hence, she actively chose not to 

tell others (p. 103; lines 295-300; p. 108, lines 223-233). 

During thematic analysis, I noticed Violet used the terms "peers" and "friends". To 

investigate further, we revisited the context of social interactions to develop a better 

understanding of her experience. Violet did not disclose information about cystic fibrosis 

with unfamiliar peers because she feared it would "change their view of me and they 

won't like me." She elaborated by saying, 

I refer to kids around my age as my peers. I do not use peers to refer to my 
friends. This is because I consider my friends to be people that I am comfortable 
being around, and who are comfortable being around me. I act like myself around 
my friends, and my peers are typically the kids who I am not so comfortable with, 
the kids who I do not trust. After I've built a relationship with my friends, and I 
feel like they know who I am, I sometimes feel comfortable sharing with them the 
fact that I have cystic fibrosis, depending on the situation and who they are. For 
example, I currently have quite a few friends, only three of them aware of my 
cystic fibrosis, (p. 113, lines 207-210) 

In alignment with existing literature, analysis revealed that Violet was not 

forthcoming with medical information unless she was comfortable and developed trust 

with others. This included friends, peers, and adults. Violet believed she could be 

herself around her friends and they accepted her whereas she was concerned her peers 

might judge and reject her because she had cystic fibrosis. In a letter written to her peers, 

she explained how she wanted peers to perceive her: 

Dear peers, 

Not many of you know, but I am medically fragile. I have cystic fibrosis. I don't 
typically tell you guys because I'm afraid of what you'll think. I'm afraid you 
won't like me, think I'm different, only be able to see me for my disease. Unless I 
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know you really well, and trust you, you don't know about my cystic fibrosis. 
However, if most of you did know, I want you to know that I am "normal", and 
my hiding my disease allows me to show you that. Cause you just see me as 
Violet. If all of you did know though, I wouldn't want it to affect how you see me. 
I want you to be able to see past that, and remember that I'm not limited even 
though I have a disease. Don't think of me as different, or weak. I'm not. I'm a 
kid, just like you. I don't want your pity, and I don't want you to get the idea that 
I get off easy in life—cause I don't. I just make the best of what I've got. (p. 98, 
lines 86-96) 

In essence, and in alignment with literature related to adolescence and normality, Violet 

wanted to be accepted for who she was as an individual (Ashton & Bailey, 2004; Bessell, 

2001; Shiu, 2004). 

I Can Do It 

A recurrent theme embedded within the data revolved around competence. Violet 

expressed that she was capable of doing the same things as others. Recognizing that her 

health may set her back temporarily, Violet asserted that medical constraints did not 

control what she could or could not do. She conceded that she sometimes did not adhere 

to her medical routine because she wanted to be able to do what others did. In addition, 

she shared that in the past she had ignored her symptoms with the hope of making cystic 

fibrosis disappear. However, symptom severity increased, which made it difficult to 

pretend it did not exist. She grappled with acceptance: she wanted to be "normal and fit 

in." Consciously aware of her illness, she maintained, "I am capable, there is nothing 

wrong with my brain, my body just... works differently" (p. 98, lines 69-70; p. 108, line 

227). 

Autonomy was reflected in Violet's situated experience. Additional narrative 

prompts elicited detailed information about her normal medical protocol as well as how 

her treatment intensified when she became sick. Violet self-managed her medicine, 
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breathing treatments, vest, frequent snacks, and high calorie meals (pp. 129-133). Her 

written and verbal responses included implicit inferences about her daily medical routine 

(p. 118-133). In regard to her medical needs, she knew her body and recognized 

changing symptoms such as an increased cough, loss of appetite, and decreased energy 

(p. 118-133). When this happened, she expressed that she had trouble admitting she was 

getting sick, which made it difficult to communicate with doctors and teachers (p. 100, 

lines 165-168; pp. 107-108, lines 201-204). This forced disclosure made her feel 

"defeated." She minimized her illness to maintain normality. Yet, she also proactively 

initiated contact with the doctors, as well as teachers, to address the pending medical 

concern (pp. 107-108, lines 201-204; pp. 129-133). 

In relation to learning, Violet exhibited autonomy. Due to unpredictable 

circumstances, she had to be proactive to communicate with her teachers and to keep up 

with her schoolwork (p. 101-102; lines 245-249). Violet often worked ahead of schedule 

in anticipation of worsening symptoms. She repeatedly expressed concern about "falling 

behind" and "not being able to catch up" (p. 104, lines 41-42; p. 106, 130-135). As she 

dealt with medical crises, Violet was also concerned about her academic achievement (p. 

107, lines 178-181). In alignment with existing research, this increased her level of 

anxiety (Mescon & Honig, 1995). During an interview, Violet stated, "my health is the 

number one priority, so sometimes my schoolwork has to go on the backburner." When 

she became sick, she was not able to prepare for class or keep up with the course load. 

Even though she fell behind, she made the effort to attend and participate in class. She 

reluctantly requested extended deadlines when her health suffered. Since she missed 

some classes due to illness or doctor's visits, she had to complete some of her work 
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independently (pp. 118-129; 131; 133). For example, doctor's visits always fell on 

Wednesdays, which meant that she missed her scheduled classes. Even when she was 

well, she had to go to the doctor once a month. This meant she missed at least one day of 

school each month. When she was sick and on home intravenous antibiotics, she went to 

the doctor once a week. During this time, she missed at least four days of class a month. 

Given the constraints of her illness, she reiterated the need for flexibility (p. 105, 

lines 80-96). Violet felt that the flexibility of online courses was pivotal because the 

program design allowed her to access web lectures at any time. The course sessions were 

auto-logged and allowed her to retrieve the class discussion to catch up. Falling behind 

on her schoolwork left Violet catching up on the weekends or late at night. When she 

had trouble understanding the content, Violet was comfortable contacting her fellow 

online peers for assistance. If they were unable to help her, she emailed the teacher to 

schedule an individual conference. She expressed the most concern about missing pre-

calculus because it was challenging, and missing one day set her back. 

Expectations 

Data analysis revealed the prevalence of expectations imbued in Violet's experience. 

She did not want special treatment because of her illness. Academic achievement was 

important to her and she did not want to let her illness impact her learning. She stated, 

"my expectation is to do my best and work my hardest to achieve good grades so I can 

succeed" (p. 108, lines 9-10). Narratives repeatedly included Violet's desire to go to 

college in the future (pp. 100-101, lines 197-199,207; p. 106, lines 121,147-154; p. 108, 

lines 10, 205-207; p. 114, line 260). During the interview process, Violet compared her 

academic progress to that of her peers: Violet was astutely aware of the need to keep up 



155 

with them. For her, this indicated that she was progressing normally and not falling 

behind. 

When she was well, she said she made sure that she turned her course work in before 

the deadline. She felt she had to continually prove to her teachers that she was capable of 

successfully completing her work in a timely manner. During class discussion, she 

exhibited confidence in her academic ability, actively interacting during instruction with 

other students. Violet enjoyed participating in this virtual environment because her 

illness was not visible, unless she was noticeably absent from class (p. 114, lines 239-

256). She reiterated that this allowed her to be treated normally, without heightened 

attention to her illness. 

Violet also displayed independence. The online courses adhered to a designated 

schedule to meet at various times throughout the week (pp. 130-131). Students were 

expected to attend class and designate additional time outside of class to complete course 

work. This required learners to manage the use of time to study and prepare for class. 

Responsible for completing her assignments, homework, quizzes and tests, the flexibility 

of online learning allowed Violet to assume ownership for her learning while 

accommodating her medical needs. Teacher expectations, firm deadlines, and weekly, 

automated quizzes helped Violet structure her study time accordingly. Violet also took 

Advanced Placement courses that required more time and commitment to her 

schoolwork. She established contact with the local public school system to take 

Advanced Placement exams. 

Violet wanted to do well. She did not want others to think she was using her illness 

as an excuse. During an interview session, Violet admitted there had been occasions on 
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which she had not turned in her best work because she was sick, disclosing that she had 

to "just get it done." When she became comfortable with her teachers, with whom she 

had looped for the past two years, she was able to disclose medical information if illness 

affected her learning. Expressing hesitance, Violet reluctantly contacted her teachers 

requesting extensions to complete her work to the best of her ability, unless it was a final 

exam. Although her teachers were willing to work with her she nevertheless worried 

about keeping up and meeting deadlines. For example, she did not like falling behind on 

quizzes because these closed at pre-designated times. If this occurred, the teacher had to 

open it manually for Violet to access and complete it. Violet worried about 

inconveniencing her teachers. 

Our family emphasized the importance of education. Violet expressed that this 

influenced her commitment to academic achievement. In an interview regarding her 

background and homeschooling experience, Violet recalled, "My mom always held me to 

a high standard and wouldn't accept anything less than my best effort in my schoolwork. 

Because of my parents, I knew I had to do my schoolwork and do what was expected of 

me, and that education was important" (p. 113, lines 190-198). She stated that this 

expectation helped her focus on future goals. When Violet started taking online courses, 

she became responsible for her learning. This experience contributed to the development 

of autonomy and independence. Online learning established accountability. Multiple 

subjectivities revealed that Violet wanted to do well academically to "prove" to her 

teachers and to herself that she understood the academic content. She shared that teacher 

expectations influenced her work ethic because she wanted good grades. As we 
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discussed her academic performance, Violet stated, "Good grades mean my teacher 

knows I am working hard and prove that I am capable." 

Due to the flexibility of homeschooling and online learning, Violet did not have to 

adhere to a set, structured schedule. However, for testing purposes, she had to work with 

outside sources that had predetermined, inflexible test dates with standardized 

procedures. This may seem insignificant; however, medical concerns lurked beneath the 

surface. The invasiveness of illness and intersubjectivities were evident as Violet 

described her recent experience of taking the Advanced Placement Physics exam: 

So, it's my sophomore year and I'm in AP physics. I sign up to take the AP 
Physics exam, hoping to score high enough for college credit. Last year I took the 
AP Biology exam, no problem. Well this year, the day arrived and I was ready to 
kick butt. I show up to the school early, and sit with the other kids waiting to take 
the test. As I'm waiting patiently, the nerves start to kick in.. .you know, the 
normal nervous thoughts. So we get into the classroom, I shuffle around the room 
to find the desk with my name on it, of course it's the very last desk in the far left 
corner. At this point, my stomach is turning and I'm getting a little shaky. I'm 
hoping this is just nerves and I'm not actually getting sick. I went prepared, I 
packed an Ensure plus (high calorie shake) for the break, I knew I wasn't going to 
make it through the whole 3 hours on just breakfast. I get sick and feel yucky if I 
don't keep my strength up with food throughout the day. Well, we begin the test, 
the first half is multiple choice. We've got 90 minutes to complete the 70 
multiple-choice questions. Right up until the point when the proctor said, "Begin 
the exam," I was thinking I was going to bomb and just not know anything on the 
test. When I opened the booklet and got the first few answered rather quickly, my 
confidence grew. I was so relieved: I knew the material! I breeze through the 
multiple-choice and finish the first part of the exam in 60 minutes. I can't leave 
the room or do anything until the remaining 30 minutes is up. I closed my 
booklet and just waited the rest of the time. Break rolls around and I gulp down 
my Ensure in about five minutes. My mom warned me to not drink it too fast 
cause I might get sick from that. But normally when I have them at home it takes 
me about five minutes to drink them. The break ends and we get back in the 
classroom, sit in our desks, and wait for the next half of the exam to be 
administered. I was feeling pretty confident, I knew most of the material on the 
first half, and I figured since I did that the second half would be the same. But 
again, those slow, few minutes right up until the protector tells us to begin was 
nerve-racking. I open my booklet and read the first free response question.. .At 
this point my stomach drops and I started shivering and getting really sweaty. I'm 
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trying to keep calm and not cause a distraction, but I didn't know what was 
wrong. I didn't know if I drank my snack too fast, if I was getting sick, I didn't 
know how to make myself feel better. I put my elbows up on the desk and put my 
face in my hands, and take a deep breath. I felt some sort of rush, weird feeling, 
and my hands become really wet, the next thing I know, my test booklet was 
covered in blood. My nose started bleeding. When I realized what was going on, I 
covered my nose completely with my left hand, only to worry about the germs I 
was putting all over my face. The proctor notices what's happening, rushes over 
with tissues and tells me to go to the restroom and clean up. As I'm walking out 
of the room all the kids start looking at me and I feel really embarrassed. I heard a 
few of them ask if I was okay and what was wrong with me. I didn't even know at 
this point. I go to the bathroom and clean up, wondering what all the other kids 
are thinking. I rinse my face with cold water and just sit for a few minutes, then I 
returned to the classroom. When I came back to the room, the proctor made sure I 
was okay to finish the exam. I felt better, and I went back to my test booklet...I 
was so glad when the proctor called time and said the test was over. That was a 
rough experience. Especially since I don't know why I felt the way I did at the 
beginning of the second half. I'm still worried about other kids making issues 
about how I got to leave the test room. A few days later I was called back to the 
school to report the irregularity during testing. I knew it wasn't my fault, but I 
was embarrassed and felt bad for making the proctor have to go through the whole 
trouble of reporting the irregularity and that whole deal. I hope that doesn't 
happen again, and I'm nervous it will for the next big test I take. (pp. 114-115, 
lines 259-313) 

Data analysis considered Violet's perspective in relation to her experience with her 

teachers. Although she preferred not to disclose information about her health to her 

teachers because she did not want to be treated differently, she felt obligated to tell them 

if she was getting sick. Our continued dialogue included consideration of what teachers 

should know about students with health complexities. Her contextualized experience 

revealed the identification of key attributes that helped her. She shared, 

I think teachers should understand that being medically fragile; I have all the 
same capabilities as a "normal" kid. I, as well as all other medically fragile 
adolescents, should still be held accountable for the work and participation 
required in school. Just because I have an illness does not mean I am any less of a 
student than the next kid. My teachers typically make certain accommodations for 
me to be able to learn the material without falling behind. It's helpful for me when 
my teachers are able to give me extensions when I'm sick, give me extra time in 
the classroom when I miss, send me extra review contents, and also offer extra 
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credit. I think when teachers are willing to be flexible with their medically fragile 
students, it makes it possible for them to keep up and learn the content like any 
other normal kid would, just like I have been able to. (pp. 117-118, lines 401 -
410) 

This narrative showed the recurrent theme of normality. Embedded within her subjective 

experience were accountability measures and expectations. Of interest, her subjectivities 

displayed her speaking for her herself and others like her. Delineation of specific 

accommodations demonstrated her awareness of needed support to help her continue with 

her academic studies. 

Social Interaction with Teachers 

The synchronicity of online learning required student-teacher interaction to facilitate 

the learning process. Guided instruction within the virtual classroom was similar to a 

traditional classroom in which the teacher reviewed previous material, introduced new 

instructional content, and assisted students as they developed conceptual understandings. 

Student participation was facilitated through the use of various chat room features such as 

virtually raising one's hand to answer questions during discussion. Violet described her 

interactions with her teachers: 

For the past three years, I've built a trusting relationship with all of my teachers. 
Inside and out of the classroom, I am comfortable talking to Dr. Wilson. I email 
her with updates on my health, and when I need help with the homework. In the 
classroom, she allows me to answer questions and directs other students who need 
help to me. I like that I feel useful and helpful to her, since she sends other 
students to me when they need help with either homework, or familiarizing 
themselves with the Moodle and site. Dr. Wilson is consistent in challenging me 
and the other students in the classroom. Whenever any of the students have 
questions and they are brought up in class, she will never just give us the answer. 
Instead, she re-directs us and asks us questions that will help lead us to the 
answer. I think that by doing that, she teaches us how to solve the problems by 
ourselves, rather than just telling us the answer. That's been helpful, especially in 
prep for the AP Physics exam. I like being comfortable enough with her to ask for 
help, and being able to communicate with her. (pp. 116-117, lines 359-371) 
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It was evident that Violet assumed responsibility for her academic work and maintained 

communication with her teachers. Violet did not like to disclose her medical needs, but 

she understood the necessity of informing her teachers about pressing issues. Having 

worked with the same teachers for the past two years, she believed that her teachers cared 

about her and she had developed trust with them (p. 103, lines 21-24). However, she 

continued to worry when she was sick. She did not want her teachers to think she was 

taking advantage of the situation (p. 107, lines 201-203). Teacher expectations and 

positive learning experiences appeared to contribute to Violet's development of self-

confidence, self-determination, and goal setting. 

Social Interaction with Peers and Friends 

Violet's responses illuminated the significance of social interaction. In alignment 

with Bandura's (1977) social learning theory, social interaction was an essential 

component of her learning experience. Violet enjoyed interacting with others before, 

during, and after class. She shared, 

In my online class chat rooms, there are several students, plus the teacher. My 
classmates (peers, friends) and I work together inside and out of the classroom. 
During class, we work together to answer the teacher's questions, and to solve 
problems. Normally, the teacher will ask a question and call on someone to 
answer it. If that person gets stuck, the teacher asks for volunteers to help answer 
the question. My teachers are pretty persistent in making sure that everyone gets a 
chance to participate. Outside of class, my friends and I normally establish study 
groups for preparation of upcoming exams, or for the AP courses. We invite all 
the students in the class to our study group, and whoever agrees to join all have to 
establish and agree on a time and place to meet. Typically, we have four or five 
students in a study group. We meet either Gmail chat, or Skype. When we meet 
on Gmail, we have it set up so that we all have each other emails, and when we 
sign into them we are able to view who is online and who is not. If they are 
online, you click their name and "add to chat room". On Skype, it's the same 
thing, only we can voice and videoconference there. My friends and I are pretty 
persistent in making sure we acquire enough studying time, and we are able to 
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help each other when needed. For example, on the days I miss class, or when I'm 
late, some of my friends/ some of the other students will text message my 
cellphone and ask where I am. We also send each other reminders— "we have a 
quiz due at midnight". I like that I am able to rely on my friends for help. Even 
though I'm online schooled I still have the social interaction with other students, 
(p. 116, lines 339-356) 

At times, social interaction was academic in nature, while at other times it was social. 

Violet often spearheaded study group chat meetings on Gmail to prepare for upcoming 

exams. Texting maintained communication. This allowed friends to keep in frequent 

contact with Violet and they reminded her of due dates and deadlines, upcoming quizzes 

and tests, in addition to inquiring about why she may have missed class. Continued 

interaction established a sense of belonging, and allowed her to feel like a part of the 

group, without drawing attention to cystic fibrosis. Violet shared that she was more 

likely to ask her online friends for help with her schoolwork, rather than her peers or her 

teacher. 

Who Knows? 

Data analysis unveiled Violet's ruminations on dealing with the unknown. Her 

narratives described how her symptoms fluctuated on a daily basis, impinging on her 

lived experience. Some days she did not exhibit extraordinary symptoms, while on other 

days her symptoms interfered with basic functioning (pp. 118-129). Aware of the 

prevalence of her illness, she expressed frustration because she could not control it. She 

explicitly stated, "This makes it feel like cystic fibrosis is controlling me." 

Although she could not predict when symptoms would interfere with her daily 

routine, she recognized gradual changes in her health. As symptoms increased, she tried 

to ignore them because they amplified attention to cystic fibrosis. Violet knew her 
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baseline, which allowed her to self-assess progressive medical symptoms. She exhibited 

autonomy, often calling the cystic fibrosis nurse for medical guidance. Throughout this 

process, she worried about the possibility of an emergent lung exacerbation that would 

require intravenous antibiotics. Although Violet had a port-a-cath, she concealed it from 

others to minimize its existence. She understood why she needed it, but she was not "at 

peace with it" because it was a reminder of the progression of her disease. This increased 

anxiety was compounded by concerns about social interactions and keeping up with 

schoolwork. Reluctantly, she contacted her teachers to inform them of her medical 

issues. She expressed difficulty with disclosing private information because it made her 

feel different and it made her self-conscious of her disease. Contending that teachers 

might "pity" her if they were aware of her condition, she wanted them to hold her to the 

same expectations as other students (p. 98, lines 79-81). She did not want preferential 

treatment because of her disease, nor did she want to be penalized. Notably, she 

expressed concern that her teachers may not believe her when she informed them she was 

sick. She conceded they might think that she was "just slacking off." But previous 

experience of nondisclosure impacted her decision to initiate communication and keep 

teachers informed. This afforded her the option to request additional time to complete 

her work without penalty. She stated that she would be unable to participate in online 

learning courses if flexibility was compromised. The accommodation of flexibility 

reassured Violet that she could continue to move forward. 

When I Go to College 

Triangulation established the theme of future goals, which included going to college. 

Due to health constraints, Violet never attended a traditional school. Instead, she was 
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homeschooled from kindergarten through 8th grade, which is when she began enrolling 

in online learning classes. These alternatives to traditional education provided the 

flexibility to accommodate both her medical needs and her academic achievement. Data 

analysis reiterated the necessity of flexibility due to the unpredictability of cystic fibrosis. 

She also asserted that she was capable of doing the work; she did not want the standards 

lowered just because she has cystic fibrosis. She explained that she needed extended 

time to complete her work when she was sick. Although she did not like to ask for a 

deadline extension, she communicated with her teachers in advance. 

Technology 

The use of technology was a mechanism used to support her learning. Although she 

had heightened health needs, technology provided access to learning. It allowed her to 

use mobile devices to access her classes regardless of her location, which included the 

doctor's office, the hospital, the couch, or even her bed. She followed a set academic 

schedule where she participated in online instruction with her teacher and other students 

(pp. 130-133). 

In the following narrative, Violet described her online learning environment: 

In 8th grade, I began online schooling. This was when I started using a computer 
for learning. It took time to get used to the Moodle: a web-based interface created 
by my teachers. For all my courses, my teachers set up web links, assignments, 
automated quizzes, and scheduled class sessions. My classes' sessions vary from 
two to three meetings per subject a week. Each session lasts 90 minutes. Class is 
held in a chat room, where students and teachers meet to discuss course material. 
This is the Moodle chat room, where there are special buttons such as: raise hand, 
yes/no, ask question, away from the computer, designed to make it as close to a 
traditional classroom as possible. The biggest difference is that I can access class 
anywhere that has Internet access. All sessions are auto logged, this helps me 
review web chats when I miss class. 
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My math class uses a different site called WizIQ. It is also a chat room, but 
instead of just a text box, it displays a whiteboard. My teacher uses the 
whiteboard to demonstrate math problems, while also having the option to allow 
the other students and me access to draw on the whiteboard. My math teacher 
uses a microphone instead of typing, and often requests that we use our 
microphones instead of the keyboard as well. 

Both classrooms allow me to interact with the teachers and other students, and 
discuss the material. For all classes I have weekly automated quizzes, along with 
multiple assignments, worksheets, and projects. I also have at least two big exams 
for all courses—a midterm and final. In order to pass each course, I'm required to 
demonstrate my knowledge on these exams, receiving no less than a score of 75. 
A parent is required to proctor me during the exams, (p. 103, lines 3-21) 

Online Learning 

As we talked about the use of technology to access learning, I asked Violet to 

describe the benefits of online learning in relation to her education. She shared, 

Online learning has been very beneficial in the way that it allows me to be 
flexible. Since all my classes are online, I am able to access class from anywhere 
with Wi-Fi. That means if I'm stuck in the hospital and it's class time, I can sign 
in to class on either a computer, iTouch, cell phone, or whatever and still be able 
to participate in class. Though, if I do miss a class, it is logged and kept accessible 
for the whole school year. So all I have to do is log in and view the chat that I 
missed. I can also view previous classes that I did participate in. I have an open 
line of communication and trust with my teachers, so I can tell them when I won't 
be in class or when I need more time on something. Another thing I like is having 
automated quizzes and tests, where I take them online and get the results 
instantly. It makes for a good study technique to be able to go back and review 
what I missed. Also, my teachers often use web lectures for extra material, they 
give us specific links to go and read. My teachers set up our course material for 
the year online and into a calendar, and I like being able to see what's coming, 
and being able to work ahead if I get the chance. Online school has also made it 
possible for me to be social, and talk to other kids in my class. I've made quite a 
few friends there. Online school has made it easier for me to get a good education 
while still being able to tend to my health, (p. 105, lines 80-96) 

To further understand Violet's learning experience, I asked Violet to describe her 

interactions and relationships with her teachers. She shared, 

For the past three years, I've built a trusting relationship with all of my teachers. 
Inside and out of the classroom, I am comfortable talking to Dr. Wilson. I email 
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her with updates on my health, and when I need help with the homework. In the 
classroom, she allows me to answer questions and directs other students who need 
help to me. I like that I feel useful and helpful to her, since she sends other 
students to me when they need help with either homework, or familiarizing 
themselves with the Moodle and site. Dr. Wilson is consistent in challenging me 
and the other students in the classroom. Whenever any of the students have 
questions and they are brought up in class, she will never just give us the answer. 
Instead, she re-directs us and asks us questions that will help lead us to the 
answer. I think that by doing that, she teaches us how to solve the problems by 
ourselves, rather than just telling us the answer. That's been helpful, especially in 
prep for the AP Physics exam. I like being comfortable enough with her to ask for 
help, and being able to communicate with her. (pp. 116-117, lines 359-371) 

Violet clearly articulated characteristics that contributed to her academic success. 

In consideration of social interaction within the learning environment, I asked Violet 

to describe the social interaction that occurred within online learning courses. She 

explained, 

In my online class chat rooms, there are several students, plus the teacher. My 
classmates (peers, friends) and I work together inside and out of the classroom. 
During class, we work together to answer the teacher's questions, and to solve 
problems. Normally, the teacher will ask a question and call on someone to 
answer it. If that person gets stuck, the teacher asks for volunteers to help answer 
the question. My teachers are pretty persistent in making sure that everyone gets a 
chance to participate. Outside of class, my friends and I normally establish study 
groups for preparation of upcoming exams, or for the AP courses. We invite all 
the students in the class to our study group, and whoever agrees to join all have to 
establish and agree on a time and place to meet. Typically, we have 4 or 5 
students in a study group. We meet either Gmail chat, or Skype. When we meet 
on Gmail, we have it set up so that we all have each other emails, and when we 
sign into them we are able to view who is online and who is not. If they are 
online, you click their name and "add to chat room". On Skype, it's the same 
thing, only we can voice and videoconference there. My friends and I are pretty 
persistent in making sure we acquire enough studying time, and we are able to 
help each other when needed. For example, on the days I miss class, or when I'm 
late, some of my friends/ some of the other students will text message my 
cellphone and ask where I am. We also send each other reminders..-- "we have a 
quiz due at midnight". I like that I am able to rely on my friends for help. Even 
though I'm online schooled I still have the social interaction with other students, 
(p. 116, lines 339-356) 
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This narrative description reflected the significance of social interaction in relation to 

Violet's academic achievement. 

Data analysis indicated an additional benefit of online learning. Violet contended that 

she felt accepted by others in her online classes. She perceived herself as normal in this 

context, and she believed other perceived her as normal as well. Focusing on 

commonalities, the prevailing themes of normality in the development of self-identity 

were evident. She stated, 

Normally when I am going somewhere new, like when I started going to youth 
group, I often feel different than everyone else. A lot of kids feel the same about 
me, they point out how I'm different. They notice I'm really small for my age, 
they notice me constantly clearing my throat, and they notice how much I eat. 
However, when I started online schooling, no one was able to physically see all 
those things, they couldn't see me. Online schooling has made it easier for me to 
be invisible about my cystic fibrosis. I felt like everyone else in there, I felt like a 
normal student, a normal kid, I felt like I was a part of that group. I made a lot of 
friends, and I liked it because we got to know each other through emails, 
Facebook, Skipping, texting, and calling, and they didn't know I had CF. So once 
I made the decision to tell them individually, it was easier for me to tell them, 
because I knew that they had already seen how "normal" I can be; How I acted 
and talked and such, just like them, like any other normal kid. They knew me for 
Violet, and they knew me as Violet. So I didn't think I would be seen as the sick 
girl, I felt like they would be able to see past my disease. They had already seen 
me work just as hard as them with my schoolwork, so I hoped that they wouldn't 
think I got off easy because of my disease. Having cystic fibrosis constantly 
makes me feel like I have to prove myself, like I have to prove I can do what the 
other kids do. It's kind of been a motivator for me in school to show that I'm not 
limited even though I have cystic fibrosis, (p. 114, lines 239-256) 

Our interview also included consideration of the challenges associated with online 

learning. She identified technology glitches and the lack of physical proximity as 

drawbacks. She stated, 

I sometimes get frustrated when I'm in class and the Internet or Wi-Fi isn't 
working properly, and I get kicked off the Internet, kicking me out of class. Then 
I have to sign back in and disrupt the class. That happens a lot with bad weather. 
I also find it frustrating when the teacher asks a question, and I answer right away, 
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but my answer doesn't show up for a few minutes, making it look like I didn't 
answer on time or that I copied someone else's answer. We call that a "lag." 
Another disadvantage is not being able to interact physically, with the teacher or 
other students.. It's not face-to-face. Since it isn't face-to-face, it makes it easy to 
get distracted. I've noticed a lot of the other students don't participate, or even 
respond or say anything in class. I know that a lot of them use the time to 
Facebook, or watch TV. But, I don't let these disadvantages take away from the 
big picture that online schooling works for me. (p. 105, lines 99-110) 

Narrative analysis demonstrated the use of technology to facilitate learning. The 

dynamics were conducive to providing access to learning. It allowed Violet to 

experience a sense of acceptance. She was aware of academic expectations and she tried 

to balance her health needs to participate. This instructional design required autonomy 

and independence to be successful. She repeatedly referred to the flexibility that helped 

her complete her course work. This semi-structured approach provided guidance to 

support self-directed learning. She frequently referenced maintaining communication 

with her teachers. Violet also demonstrated competence with technology, awareness of 

the drawbacks of technological glitches, and the lack of proximal interaction. 

Data analysis also revealed a recurrent theme related to present and future educational 

goals. Violet's responses embedded expectations in regard to academic achievement. 

She explained, 

While I'm in my high school, I would like to take as many AP tests as possible. I 
hope to get college credit for those courses as well. I've also taken the National 
Latin exam with hopes to get college credit for it. This year I will be a senior, so I 
am hoping and working towards a high SAT score. I'm going to apply to college 
this year, hoping to get set up for a summer enrollment for next year. I would like 
to get a head start with my courses, just in case I get sick for a while. I won't get 
too far behind hopefully. I'm not sure how colleges work with "medically fragile" 
students. I already know and worry about needing time off and extra time for the 
work; I just don't know how colleges deal with that. (p. 106, lines 146-157) 
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She also frequently referred to future goals. Her temporal responses indicated that she 

planned for the future and she was in the process of preparing to go to college. Notably, 

she expressed concern about the unknown and its impact on her future. She explained, 

I'm glad that I can take online classes. I can learn, while still keeping up with 
everyone else and being able to keep myself healthy. However, I'm not sure how 
cystic fibrosis will affect my learning once I get to college. I'm worried I won't 
have enough energy; I'm worried I'll fall behind; I'm worried the professors 
won't be patient with me; I'm worried the teachers won't trust me or be willing to 
help me in the ways I need. I'm just going to have to do the best I can when the 
time comes and see where it goes. It remains part of the unknown for now. (pp. 
106, lines 118-125) 

In reference to possible future career options, she expressed a desire to help others (p. 

101, lines 207-214). Her personal experience with her nutritionist was frustrating. She 

wanted to use her experience, from an insider's perspective, to support and encourage 

others. She disclosed, 

I think I want to be a nutritionist. My cystic fibrosis is what has inspired me to 
want to be a nutritionist. I want to be able to help other people with the same 
challenges I've faced with eating and nutrition, (p. 106, lines 155-157) 

Narrative analysis revealed multiple interrelated subjectivities. Violet expressed frequent 

concern about various topics across data sources. She appeared to compartmentalize her 

cystic fibrosis to sequester its parameters and impact on her self-identity. She 

demonstrated awareness and compliance in relation to medical needs, yet exhibited 

internal strife as she dealt with the multiple subjective realities of living with cystic 

fibrosis. Overall, her intersubjectivities overlapped, which made it difficult to extrapolate 

isolated components associated with her educational experience from her constructed 

reality. The impact of cystic fibrosis created physical and psychological duress in 

Violet's everyday experience, including the realm of education. 
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Visual analysis was included to capture Violet's emic perspective. Violet was given 

the autonomy to photograph her experience. She was unclear about what to capture. We 

discussed various aspects she could include related to her illness, social interaction, and 

learning. Our verbal interaction was limited in nature, as I did not want my 

intersubjectivities to confound authentic, rich data collection. Photographs included 

representations of her ordinary experience, which included friends and family (Appendix 

B). Visual analysis reflected that social interactions were important to Violet. The 

pictures depicted normality, in situations in which Violet was herself and interacted with 

others in a variety of contextualized situations. Notably missing from the photographs 

were representations of learning and medical aspects. This may be representative of a 

typical teenager's experience, or it could be significant in providing unspoken insight into 

Violet's experience. 

In consideration of practicing reflexivity as I examined the photographs, I had to 

explicitly consider my subjectivities, particularly in relation to the medical aspect. From 

an etic perspective, I was aware of the grueling medical demands that entrenched Violet's 

daily life. I reflected on my assumptions and positioning as I completed the data 

analysis. The photographs triangulated the data and aligned with the theme of normality. 

Violet's subjectivities aligned across data sources that disclosed her purposeful intent to 

conceal her illness from herself and from others. Follow-up member checking confirmed 

this finding. 

Summary 

In this chapter, I discussed the findings of the study. I presented the results of my 

study designed to capture the emic perspective of an adolescent's educational experience. 
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This included data analysis and the identification of significant thematic references. I 

provided descriptive information about Violet to contextualize her experience and her 

voice. Authentic, contextualized narratives composed by Violet were included to keep 

her perspective intact. This also enabled readers to develop their own interpretations. 

The narrative analysis included a discussion of dominant themes that surfaced and 

recurred within and across data sources, with references contextually and temporally 

situated. Themes were interrelated in nature, and often overlapped. Extrapolating 

themes exclusively related to Violet's educational experience was impossible. Facets of 

her lived experience, with embedded medical necessities, were inseparable. It was 

evident that her medical needs permeated contextualized situations. 

Themes were identified based on recurrent topics within Violet's portrayal of her 

experience including I'm Not Medically Fragile!; I Can Do It; Who Knows?; and When I 

Go To College. Violet perceived herself as normal, although she acknowledged that 

others perceived her as different. She mediated her experience to achieve a sense of 

normalcy, living with the unpredictable complications of cystic fibrosis. Negotiating the 

existence of cystic fibrosis, she minimized its role in her daily life. She also perceived 

herself as capable and competent, expressing the desire to be treated like everyone else. 

She did not want to be given special treatment nor did she want others to think less of her 

because she had cystic fibrosis. Narrative analysis also revealed the prevalence of 

anxiety across data sources, notably its impact on every aspect of Violet's lived 

experience. Lastly, consideration of future goals emerged during data analysis. 

Temporally situated, Violet described her personal expectations, which included her 

intention to pursue postsecondary education. She discussed taking Advanced Placement 
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courses to prepare for college, and she talked about starting college early. It was clear 

that she was concerned about her educational future in relation to her medical needs. 

Violet's dynamic experience revealed overlapping perspectives that required her to 

negotiate subjectivities as she constructed meaning. 

Interrelated subthemes also emerged relating to social, psychological, and academic 

variables. Subthemes were undergirded by the facets of cystic fibrosis; reflective of its 

tenacity in Violet's lived experience. In specific reference to learning, themes 

encompassed online learning, expectations, flexibility, accommodations, and future 

goals. 

In my data analysis, it appeared that Violet often negotiated the impact of cystic 

fibrosis in her life. Subjective experience, both positive and negative, influenced her 

constructed reality. Violet grappled with the constraints of invisible and visible 

contingencies of her illness. She struggled with normality and acceptance. 

Multiple overlapping subjectivities permeated her lived experience: her responses 

revealed internal and external conflicts that were inextricably linked to her illness. Cystic 

fibrosis was inseparable from her, yet she did not consider herself medically fragile. She 

viewed herself as normal and capable; she did not want to be perceived differently just 

because she had cystic fibrosis. Therefore, she discreetly disclosed her illness to select 

individuals. Her extraordinary self-managed daily medical routine was normal for her 

(pp. 129-133). Data analysis revealed the omission of her medical needs. This required 

additional inquiry in pursuit of making her implicit experience explicit to develop a better 

understanding of her experience (pp. 96-133). 
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Parental, teacher, and personal expectations influenced her academic achievement. 

She exhibited notable independence and responsibility. Since medical contingencies 

prevented her from attending a traditional school, Violet used technology to access 

learning opportunities. The online learning classes offered flexibility and allowed her to 

actively participate. Her teachers, with whom she had worked with for the past two 

years, accommodated her medical needs when she was sick by extending deadlines so she 

could complete her work. In alignment with findings in current literature, online learning 

also established a sense of normality and created a feeling of acceptance (Erikson, 1963; 

Gagnon et al., 2008; Mukheijee et al., 2000; Rynard et al., 1998; Worchel-Prevatt et al. 

1998). Violet exhibited intrinsic motivation to do well and she clearly expressed and 

delineated her future goals. She tried not to dwell on the negative aspects of living with 

cystic fibrosis. 

In the following chapter, I present conclusions drawn from the preceding data 

analysis. I also discuss implications of the research, limitations of the study, and suggest 

areas for further research. 



CHAPTER 6 

SUMMARY, DISCUSSIONS, CONCLUSIONS 

In this chapter, I discuss conclusions drawn from the results of the data analysis, 

previously presented in Chapter 5. I include a summary of the research study on which 

this dissertation was based. Following the summary is a discussion based on emerging 

themes framed around the educational experience of Violet, an adolescent with health 

complexities. In conclusion, the final section addresses the limitations of the study and 

offers suggestions in regard to implications and future research. 

Summary of the Study 

I examined the educational experience of an adolescent with health complexities. 

This intrinsic case study portrayed Violet's experience to reveal interrelated 

contextualized particularities (Lincoln & Guba, 1985, Stake, 1995). It also considered 

the convergence of illness and education, in addition to the inclusion of online learning to 

support educational goals. I did not attempt to make generalizations beyond this 

particular case (Lincoln & Guba, 1985; Stake, 1995). Using predetermined criteria, 

purposeful sampling permitted the selection of an individual within a particular 

population to be studied (Creswell, 2007). 

Qualitative research methodology aligned with this study due to the capability to offer 

rich, thick description of subjective experience (Patton, 1990). Critics have argued that 

conversational interviews were too subjective because the researcher is the instrument of 
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the data collection, analysis, and interpretation (Patton, 1990). However, it was precisely 

this personal contact, with me as parent-researcher that permitted Violet to openly 

disclose her perceptions and experience. 

Data sources included letters, narratives, journals, interviews, and photographs. 

Violet responded to letter and narrative prompts, participated in interviews, and kept a 

daily journal throughout the course of the study. The length of interviews varied; typical 

duration was approximately 20 minutes. All interviews were recorded, transcribed, and 

securely stored. Field notes and observations were also recorded in the margins and a 

reflective journal kept. In addition, photographs taken and selected by Violet were 

examined. Transcriptions were coded and initial analysis guided dialogue and additional 

inquiry during the investigation. Frequent member checking was conducted throughout 

the data collection process. 

The data analyzed in this study provided rich insight into the experience of an 

adolescent with health complexities. Analysis of the letters, narratives, interview 

transcriptions, journals, and photographs revealed emerging themes. Four overarching 

theme were identified, including normality, capability, anxiety, and future goals. These 

themes overlapped and included subthemes related to: self-acceptance, trust, medical 

needs, academic needs, expectations, trust, autonomy, independence, social interaction, 

use of technology, online learning, and academic preparation for college. In the next 

section, I review the themes and develop assertions. In addition, I frame my research to 

sensitize others about the educational experience of an adolescent with health 

complexities. 
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Findings 

Data analysis documented rich data related to Violet's contextualized experience in 

relation to education, which included medical, social, and academic variables. She 

desired acceptance as an individual (p. 98, lines 90-92; p. 102, lines 275-283). Violet 

expressed feeling devalued by peers and adults because she had cystic fibrosis. 

Responses across data sources included several references to particular instances that 

made her feel different. Within this characterization, she perceived herself as being 

negatively defined by others (p. 108, lines 223-233). Negative social interactions 

coupled with physical manifestations associated with cystic fibrosis impacted Violet's 

subjective experience (p. 107, lines 187-197; p. 108, lines 217-220). This was evident in 

her distinction between "peer" and "friend" where trust played a pivotal role in the 

selective disclosure of illness to others (p. 113, lines 207-210). 

Multiple intersubjectivities related to Violet's self-identity were evident as she coped 

with the demands of her illness. Narrative analysis revealed Violet's negotiation of her 

illness to adapt and fit in (p. 100, lines 163-176). She understood her disease, she self-

managed her daily medical care, and interview transcripts and daily journals indicated 

she often minimized the manifestations of cystic fibrosis (pp. 96-133). 

Triangulation supported the concealment of her illness (p. 98, lines 86-90; p. 101, 

lines 236-237; p. 102, lines 278-279; p. 112, lines 167-171; pp. 115-116, lines 316-320). 

This shielding protected Violet's sense of normality; she attempted to establish 

commonalities with others. Narratives revealed internal conflict as Violet grappled with 

the acknowledgement and acceptance of disease in her daily life (p. 100, lines 167-176). 
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She initially disclosed that she accepted her illness; however, additional narratives 

revealed that she struggled with the visibility of her disease (pp. 96-97, lines 6-61; pp. 

115-116, lines 316-336). External conflict was also evident in Violet's narratives where 

she repeatedly expressed concern about others accepting her with cystic fibrosis (pp. 115-

116, lines 316-336). Analysis indicated that she felt she had to prove to herself and 

others that she was capable (p. 114, lines 254-256). 

Anxiety was intertwined throughout Violet's lived experience (p. 98, line 109, p. 101, 

lines 233-235; p. 104, lines 41-42, p. 106, lines 121-124, 133-135). Violet worried about 

the unknown (p. 99, line 130). Exhibiting self-awareness, she recognized that she could 

not control aspects of her illness. This impeded other aspects of her experience. Concern 

for her health was compounded by other confounding variables that included social 

interaction and academic achievement. She worried others did not accept her because she 

had cystic fibrosis. Academically, she was concerned with falling behind and catching 

up (p. 104, lines 41-42). She didn't want to be perceived "differently" by her peers or by 

her teachers, yet she conceded that she sometimes needed extra time to complete her 

work (p. 107, lines 178-184). 

Data analysis also disclosed how interrelated subjectivities were integrated within 

Violet's lived experience and impacted her outlook. Narratives demonstrated how 

Violet's contextualized experience influenced her self-identity. She was aware of the 

impact of illness on her body and she did not deny the medical, social, or academic 

struggles she encountered. However, she attempted to normalize her experience by 

focusing on commonalities rather than differences. 

Violet's narratives reflected a complex, multi-faceted, dynamic process in her 



177 

construction of subjective reality. Varied characterizations of her experience ranged from 

negative to positive. Violet recalled demeaning experiences with peers, doctors, and 

adults (p. 107, lines 187-197; p. 113, lines 226-235, p. 116, lines 321-336). She also 

recounted supportive, respectful interactions with friends, doctors, and teachers (p. 99, 

lines 133-134; p. 101, lines 222-223,234-235). Social interaction with others had a 

powerful impact on Violet's lived experience and her identity. External expectations of 

parents and teachers have influenced her constructed reality, which contributed to the 

development of internal expectations (p. 113, lines 190-204). 

A sub-question emerged from the initial research question to examine the significance 

of online learning. Due to heightened medical needs, Violet did not attend a traditional 

school. However, embedded expectations indicated that education was important to 

Violet (p. 113, lines 190-204). Online learning provided an opportunity to access 

learning (p. 103, lines 3-25). The continuity of online courses supported continued 

learning, even during times of duress (p. 105, lines 80-84). It was also a mechanism to 

support Violet's academic and psychosocial needs. Technology was an instructional 

mechanism and accommodation that supported accessibility and flexibility to minimize 

academic deficits due to health issues (p. 103, lines 24-25; p. 105, lines 80-96; p. 107, 

lines 173-184). 

Conclusions 

My qualitative inquiry intended to capture the educational experience of an 

adolescent with health complexities. Violet's experience was multifaceted. Interrelated 

variables overlapped in the development of reality to include subjective experience. 

Although confounding, contextualized factors could not be considered in isolation. 
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Bronfenbrenner's Ecological Theory (1986) was applied to this case study to 

illustrate the interaction of social and cultural factors that impacted Violet's experience. 

The examination of the microsystem, in particular, considered the bounded case of an 

adolescent with health complexities. The placement of Violet within the center of the 

nested system allowed the visibility of various interactions, which occurred at different 

levels, to be observed. Within graduated concentric circles, Violet interacted with peers, 

teachers, and family; it was extended to include online courses and manifestations of 

illness; and it further expanded to include cultural values and social norms. Changes in 

one realm affected other domains. This bidirectional interaction was significant in 

consideration of the contextualization of overlapping complexities of varied influences on 

Violet's experience. 

Medical complexities infiltrated every aspect of Violet's experience. Data analysis 

related to Violet's educational experience revealed the implicit existence of illness woven 

throughout interrelated psychological, social, and academic parameters at multiple levels. 

The confluence of intersubjectivities influenced Violet's construction of reality. 

Narratives captured overt and covert subjectivities as Violet grappled with internal and 

external strife, inextricably linked to her illness. 

Assumptions embedded within larger society were considered. Society established 

and communicated embedded norms and expectations. Implicit meaning was evident, 

woven throughout language and interpretation. Language and communication extended 

beyond denotative meanings to encompass connotative meanings. Societal beliefs and 

use of language created the categories of "normal" and "other." These implied inferences 

impacted Violet's experience. 
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Negative connotations related to illness and disease were embedded within societal 

norms. This inquiry necessitated the use of the term "medically fragile" as a search 

phrase to locate existing data. However, "medically fragile" innately implied that 

individuals were different. Violet explicitly expressed concern about the negative 

connotation associated with the word "fragile." She asserted that this label was not an 

accurate depiction of her. Interpretation, based on her experience, revealed the term to be 

devaluing. She perceived herself as normal, yet intersubjectivities prompted her to make 

the distinction that others perceived her as "different" because of her illness. This was 

significant in relation to underlying assumptions and labels used to describe individuals. 

In terms of educational policy, the development of terms with neutral connotations 

should be considered to describe individuals. In this bounded case, Violet struggled to 

propose an appropriate term, but conceded that "health complexities" would suffice in 

lieu of "medical fragility." 

In the development of self-identity, Violet perceived herself as normal. Narrative 

analysis revealed that she wanted to be treated like others. She identified herself with 

others by stating commonalities. Positive and negative subjectivities emerged as she 

discussed how others treated her. As an adolescent, she had difficulty accepting the 

demands of her disease, and she made conscious attempts to conceal her illness from 

others. Data analysis revealed this silence, particularly in reference to the photographs. 

This was significant in understanding the impact of illness on Violet's constructed reality 

and educational experience. It disclosed underlying issues related to self-acceptance in 

relation to embedded societal norms. 
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In terms of learning, acceptance fostered Violet's growth. Based on the findings, I 

asserted that belongingness was a significant factor to support student growth, 

particularly for students with health complexities. The literature indicated that the socio-

emotional needs of students were often neglected in the school setting (Anderman & 

Maehr 1994; Hargreaves, Earl, & Ryan, 1996; Noddings, 1992). However, Dewey 

(1958) and Vygotsky's (1978) work reiterated the significance of community, 

particularly because education is a social process. Additionally, Hargreaves et al. (1996) 

expressed the necessity of creating "communities of caring and support for young 

people" (p. 77). This required defining community. Solomon, Watson, Battistich, 

Schaps, and Delucci (1998) described community as belongingness. According to 

McMillan and Chavis (1986), 

A sense of community is a feeling that members had of belonging, a feeling that 
members matter to one another and to the group, and a shared faith that members' 
needs will be met through their commitment to be together, (p. 9) 

Shared membership supported the learning process. Osterman's (2000) findings 

demonstrated that students who experienced acceptance were engaged in learning, highly 

motivated, and committed to school. This contributed to better academic achievement. 

Illness impacted learning in a variety of ways. Medical needs infiltrated every aspect 

of experience. In addition to physical discomfort, analysis of Violet's narrative identified 

anxiety. Violet worried about the "unknown" associated with her illness, social 

interaction, and academic achievement. In terms of academic performance, anxiety 

detracted from learning, particularly at the onset of lung exacerbations. 

Subjective disclosure of illness was significant in understanding Violet's needs as a 

learner. She did not want her disease to define her or limit her. It was important for 
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teachers to understand not only that she coped with the physical symptoms associated 

with cystic fibrosis, but also that she experienced emotional struggles with accepting 

cystic fibrosis. Narratives indicated that trust was imperative for Violet to enact self-

imposed disclosure. But even through this subjective filter, she still struggled with 

verbalizing her illness to others, including friends and teachers. Recognition of students 

with health complexities as learners was conducive to social interaction and academic 

achievement. 

Expectations impacted Violet's learning. Implicit and explicit expectations emerged 

from the data analysis. This indicated the significance of expectations on Violet's 

experience. Familial values imbued the concept that education is important, coupled with 

teacher expectations, which influenced Violet's expectations of herself. Violet was 

determined to meet academic standards, regardless of her illness. Her perceptions of 

capability and competence promoted academic achievement. Hence, I asserted, to 

support learners, academic standards and expectations need to be clearly defined to 

support student growth. 

In alignment with academic expectations, Violet's responses were temporally situated 

to refer to the past, present, and future. She exhibited autonomy and independence. This 

was due, in part, to her medical complexities. Expectations enabled her to consider her 

future, project future goals, and work toward achieving these goals. Therefore, learners 

need clear, explicit academic expectations to support learning. 

Characteristics of self-determination (Deci & Ryan, 1985) were evident within 

Violet's responses. Schunk (2012) defined self-determination as "the motive aimed at 

developing competency" (p. 498). External expectations communicated by her parents 
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and teachers led Violet to gradually internalize this value. Violet indicated that academic 

achievement was important to her. Responses also revealed that peer comparisons 

influenced her perception of competence. Combined, extrinsic and intrinsic motivation 

enabled Violet to develop academic competence. This competence allowed her to 

develop a sense of control over her learning that contributed to self-determination. Her 

learning experience supported the development of intrinsic motivation, and positive 

reinforcement fostered the development of self-efficacy. The interviews and narratives 

reflected her personal expectations and future goals. Technology was used as a 

mechanism that allowed Violet to access learning opportunities. It created a venue that 

linked her to continued social interaction and academic instruction. The incorporation of 

technology provided flexibility and accessibility that allowed Violet to participate in the 

learning process, while minimizing the negative effects of her illness. Portable devices 

with Internet access supported interactive dialogue to encompass whole group 

instruction, small group instruction, in addition to individual conferences based on the 

Violet's learning needs. Technology facilitated communication, participation, and 

meaningful learning in the face of adversity. 

Going to school is a normal childhood experience. It establishes a sense of continuity 

and normality for children through social interactions, while contributing to the learning 

process. Violet desired a sense of belonging, communication, and interaction with others. 

The virtual classroom settings fostered the development of a positive, nurturing 

environment that supported social interaction and academic achievement through 

communication, collaboration, and instructional support. This meaningful connection 

reinforced the sense of community essential to Violet's emotional stability and social 
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confidence needed to succeed. Committed to the success of all learners, the 

implementation of technology to include interactive virtual classrooms was an innovative 

strategy designed to meet Violet's individualized learning needs with consideration of her 

health complexities. 

Implications 

This section of the study offers implications for practice. Adolescents with health 

complexities have unique needs. My hope is that insight developed through this study 

will positively impact the lives of students with health complexities. The development of 

awareness and sensitization, by understanding the contextualized experience of an 

adolescent with health complexities, contributes to more respectful and empowering 

interactions with teachers, peers, doctors, and adults. 

Health complexities are tenacious. Awareness of the impact of illness on lived 

experience was instrumental in understanding the significance of social interaction across 

a variety of contexts. These interactions influenced the development of perceptions, 

interpretations, and depictions of constructed reality. 

The prevalent impact of illness on learning was evident. Violet's medical routine was 

embedded in her experience. During the interview process, Violet provided minimal 

description of existing medical needs was minimal. Therefore, this required further 

probing to make implicit nuances become explicit to contextualize her experience. The 

creation of a chart, coupled with a narrative description, delineated typical everyday 

symptoms and worsening symptoms to reflect the ordinariness of her reality (p. 129-133). 

Violet's journaling revealed self-discovery of her personal norms (p. 122, lines 170-174). 

She posited that what was normal for her probably not normal for others. Continued 
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discussion led Violet to create a typical learning schedule and a learning schedule when 

she was sick to disclose the particularities of her experience (pp. 129-133). The 

pervasiveness of daily medical needs was noted. The intensity of medical treatment 

associated with lung exacerbations provided depth to Violet's lived experience. It 

described the impact of illness on her educational experience. In addition to the physical 

impact of cystic fibrosis, Violet's responses indicated heightened anxiety about her 

illness, getting sick, academics, social interaction, her family, and her future. Evidence 

documented the tenacity of this illness that included: absenteeism due illness, numerous 

doctor appointments, hospitalizations, side effects of medication, and fatigue. Combined, 

these factors impacted socialization and academic achievement. 

In consideration of practical implications within the classroom environment, the 

individualized needs of learners became pivotal to foster academic achievement. 

Learning did not occur in a vacuum; rather confounding factors existed, particularly in 

relation to students with health complexities (Bronfenbrenner, 1986). Violet's emic 

description captured her experience where her medical needs intersected with her 

learning. Yet, her medical needs were not a barrier that limited her educational 

experience. At the outset of the study, Violet composed a letter to teachers describing 

what she wanted teachers to know about her as a medically fragile student with cystic 

fibrosis: 

Dear teachers, 

As a medically fragile student, I want you to know that I don't want my disease 
to change your view, or expectations of me. I want you to expect from me what 
you would expect from a "normal" student. After all, there is nothing wrong with 
my brain—I'm still academically capable, even when I'm sick. It helps to have 
encouraging teachers, ones who are willing to work with me; and put in extra time 
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and effort with me. I try to push myself to do the best I can, as do my parents. But 
it also helps to get that same push from teachers. It helps my confidence, and 
motivates me to do well when I know my teachers believe in me, and don't limit 
me. I think the most I ask for from teachers is patience and understanding. I want 
my teachers to know that I don't take advantage of my disease—I do my best, 
when I am well. And when I'm sick, I might need more time, or more one-on-one, 
but I still work hard. But when I am so sick that I fall behind, and I can't keep up, 
I don't want my teachers to give up on me, or feel bad for me. I will do what I can 
when I get better, I will push myself to stay on track. If I can't, I push myself to 
catch back up to where I need to be. I think it's important that my teachers don't 
pity or feel bad for me. That's not fair to me, or my academics. I just want to be 
encouraged and work with teachers who are willing to work and be flexible with 
me. (pp. 97-98, lines 66-81). 

This letter reflected Violet's strong work ethic. She explicitly described her individual 

needs that included her desire to be treated like other students such that she could be 

successful as a learner. Violet clearly articulated her learning needs: teacher 

expectations, encouragement, patience, understanding, and flexibility. Combined, these 

factors impacted her confidence and motivation. In addition to instructional content, this 

letter indicated pedagogical practices require thoughtful consideration of the whole child 

to support academic achievement. 

Social learning theory (Bandura, 1977; Vygotsky, 1978) was applicable to Violet's 

learning experience. Bandura's (1977) social learning theory postulated that learning is 

inextricably linked to social context: individuals learn from each other. Similarly, 

Vygotsky (1978) maintained that social interaction precedes learning, stating, "Every 

function in the child's cultural development appears twice: first, on the social level, and 

later, on the individual level; first, between people (interpsychological) and then inside 

the child (intrapsychological)" (p. 57). Additionally, Vygotsky (1978) asserted that 

socialization contributes to the development of higher order cognition. As active 

participants, individuals mediate the social context to create meaning. This meaning 
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becomes internalized and fosters cognitive development. Within the classroom, teacher-

student interactions and student-student interactions mediate the learning experience to 

facilitate meaning. Violet discussed social interactions as she participated in online 

learning. Connections she made with the teachers and other students influenced her 

participation, clarified her misconceptions, and supported the development of conceptual 

understandings. The establishment of a learning community contributed to the 

establishment of belongingness through social interaction with peers and teachers. As a 

member, this social interaction was reciprocated and furthered additional interaction 

conducive to the learning process, during as well as outside of class. 

In this case study, Violet, who did not attend a traditional school due to medical 

complexities, used technology to access and support her learning. Technology was an 

effective means to access a virtual learning environment to foster Violet's academic 

achievement and social interaction. Hence, one potential accommodation to address the 

needs of students with health complexities, while ameliorating excessive absenteeism and 

gaps in instruction, included the infusion of technology to provide a social context for 

learning and interaction. Technology establishes the provision of accessibility to 

instruction, socialization, and academic achievement. 

In reference to curriculum and instruction, technology plays a pivotal role in 21st 

century daily life and learning. Although it is acknowledged that there are limitations 

associated with technology, cutting edge technology possesses the potential to address the 

diverse educational and social needs of students with health complexities, including 

students with Section 504 accommodation plans. Online learning is one modality that 

has the potential to enhance the socialization and academic experience of these students. 
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Technology allows students to communicate with others during stressful times such 

as doctor's visits, medical testing, and hospitalizations. Hospitals often provide Internet 

access to patients and families. A variety of hardware and software allows students to 

interact, both verbally and visually, with family, peers, and teachers, from a distance, 

including via Skype, FaceTime, email, instant messaging, and text messaging. This 

technology maintains continuity of a routine, interaction, and support when individuals 

are separated due to extenuating circumstances. 

When children with health complexities experience an exacerbation of their medical 

condition, normality is compromised. Therefore, it was critical to recognize that these 

students still exhibit a need and desire for human communication. When communication 

was suddenly halted, it led to increased stress and anxiety (Shiu, 2004). This feeling of 

isolation and despair negatively impacted these students. Since socialization is a 

component of traditional education, technology could meet the needs of students beyond 

the concrete walls of a classroom. The provision of an inviting environment allows 

children to communicate, interact, collaborate, and learn with peers on a daily basis. A 

supportive, social learning environment contributes to learning and can be facilitated 

through the use of interactive technology. 

There is minimal research on the incorporation of technology to enhance the student's 

educational experience in the K-12 setting. However, access to the Internet, webcams, 

and microphones fostered student engagement and interaction to connect the classroom to 

the student. Virtual reality enabled the student to interact in real time to engage in 

dialogue with the teacher and peers. In addition, students wrote on the board, chatted, 

and collaborated with others. This virtual visual and auditory dual-modality access 
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supported learning and minimized the feeling of isolation and loneliness (Yuzer, 2007). 

Laurillard (2002) stated in the conversational model that technology enhances dialogue 

between students, teachers, content, concepts, tasks, assessments, and the overall quality 

of the artifacts produced by the learner. Trilling and Fadel (2009) deemed digital literacy 

to be an essential educational tool to build learner literacy. Song (2007) indicated that 

handheld devices such as iPads provided simple features for educational relevance in 

context. With access to mobile technology, such as an iPad, students access instruction 

across content areas, use an extensive variety of visual materials, utilize a wide range of 

e-materials, learn with very few didactic materials, access multi-levels of resources, and 

receive immediate assistance with frequent feedback. 

Whitel, Lare, Mueller, Smeaton, and Waters (2007) stated that students who receive 

homebound instruction due to illness were at greater risk of dropping out of school. 

However, various organizations have successfully developed virtual classrooms. For 

example, the establishment of the Virtual Education Academy (VEA) incorporated a 

cost-effective program that included sufficient professional development training to raise 

hospital/homebound student achievement. Follow-up interviews indicated that this 

program prepared students for successful school re-entry (Whitel et al., 2007). 

There was little evidence about the inclusion of children with health complexities in 

the classroom. Additionally, there was minimal evidence to support the use of 

technology and online learning to establish a meaningful social and academic experience. 

However, Hillman's (2000) work revealed that parents of a medically fragile child 

expressed the child's need to interact and maintain relationships with peers. Along 

similar lines, Bowman (2001) found that parents of children with health complexities 
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were often responsible for spearheading personal campaigns to incorporate the use of 

interactive technology. This provision allowed their child access to the classroom from a 

distance to help their child cope during manifestations of illness. 

Society is immersed in technology. Mobile devices such as cell phones and iPads 

allow informal and formal learning to occur simply by clicking a button to access 

information on the Internet. This flexibility and convenience removes the invisible walls 

of isolation experienced by students with health complexities. Technology supports 

effective instruction including communication and collaboration. Used as a tool, 

technology allows the learner to engage and interact with peers and teachers in a learning 

community to support student achievement. While inquiry tends to be a collaborative 

process, the implementation of inquiry driven curriculum is inherently flexible. 

Therefore, the use of technology supports students' individual learning needs, and the 

provision of time fosters both independent investigation and project creation. In 

particular, this link fosters the establishment of a classroom community to support the 

engagement, participation, and achievement of students with health complexities. 

Teachers can adjust and design additional academic components to meet the needs of the 

learner. E-learning, according to Friesen (2009), "is interdisciplinary in that it seeks to 

combine and explore the interconnections between new and different approaches" to 

meet the needs of the student. 

Previous research stated that in order for students to be ready for the 21st century, 

students must be technologically savvy, as well as actively engaged with current 

technological media (Oblinger, 2003). Teachers indicated that students who interact with 

iPads could receive modified instruction with positive benefits. Students can work at 
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their own pace with the assistance of teachers and fellow students. Reports, projects, and 

presentations can be shared and accessed by all individuals who interact with each other, 

as instant feedback is an added incentive. Student motivation was another benefit 

observed with the use of interactive technology (Ball, Knoblock, & Hoop, 2007). 

Education theorists, such as Bloom (1956) and Kolb (1984), stated that learning is a 

process of which the students need to have ownership and which must proceed by way of 

developmentally appropriate levels of instruction. Technology enhances classroom 

instruction to assist each student as they progress through their educational journey and 

across the curriculum. This mechanism provides many opportunities for individualized 

instruction, keeps students interested in learning, and fosters content mastery in all 

instructional areas. The teacher can use technology to assist the learner by focusing on 

details in the learning design, accommodate the learner at their instructional level, 

provide meaningful and authentic instructional tasks, focus on the elements of effective 

instruction, and, most of all, provide the learner with an enjoyable learning experience. 

One potential way to ameliorate excessive absenteeism and gaps in instruction 

includes the infusion of mobile technology to provide a social context for learning and 

interaction. Technology supports accessibility to instruction, socialization, and academic 

achievement. The components of social learning theory indicate that social influences 

can be used to create a positive learning climate. Interactive technology increases 

opportunities for both social influences and communication. Technology can be 

effectively used to engage students in learning, collaboration, sharing, and reflection to 

construct meaning. Sherman and Kurshan (2005) stated, "Constructing meaning comes 

from interacting with others to explain, defend, discuss, and assess our ideas and 
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challenge, question, and comprehend the ideas of others" (p. 12). Furthermore, Sherman 

and Kurshan (2005) asserted that "learning occurs as students interact to create, 

understand, and apply new meaning and develop higher-order thinking skills through 

conversations that stimulate examining and expanding their understandings" (p. 12). 

Through the use of technology, learners can stay connected and interact with their 

classrooms by communicating via synchronous and asynchronous methods to contribute 

to their learning experiences. A critical component of learning through the use of 

technology is the ability to make connections with people, places, and ideas in immediate 

and continuous formats. As teachers learn to facilitate learning experiences for students, 

it is essential that learning styles, approaches, and attitudes be considered when 

developing and implementing online instruction (Oblinger & Oblinger, 2005). Gardner 

(2009) stated that, through the use of technology, education has made a: 

. . .  q u a n t u m  l e a p  i n  t h e  d e l i v e r y  o f  i n d i v i d u a l i z e d  s e r v i c e s  f o r  b o t h  s t u d e n t s  a n d  
teachers. It is already possible to create software that addresses the different 
intelligences; that provides a range of entry points; that allow students to exhibit 
their own understandings and symbol systems (linguistic, numerical, musical, and 
graphic, just for starters); and that begins to allow teachers to examine student 
work flexibility and rapidly. Student work can't even be examined from a 
distance, thanks to e-mail, video conferencing and the like. (p. 114) 

Mezirow (2009) stated that there is a content dimension involved in the way the 

learner deals with life to develop meaning through knowledge, skills, and understanding. 

Kegan (2009) and Mezirow (2009) acknowledged that transformative learning occurs 

when the learner can have ample choice and flexibility, accept educational challenges and 

take risks, and have opportunities for reflection. For students with health complexities, 

technology can enhance their experience in social situations and assist to create cognitive 

learning that is a lifelong change (Jarvis, 2009). Technology creates the ability to 
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integrate conventional classroom instruction, assignments, discussions, and learning. On 

one final point, the positive experiences provided through this application of technology 

gives students the opportunity to observe and create through technology, instead of 

looking at technology as a medical device. 

Section 504 Accommodations 

In alignment with the pilot study, instructional accommodations and services could be 

provided through the use of technology to support academic achievement. Technology is 

an innovative instructional tool that provides scaffolding support necessary to support 

each child. This is one way to meet the individualized needs of the learner in pursuit of 

academic achievement and facilitation of mastering delineated academic standards. The 

establishment of a learning community also creates a sense of belonging, which 

contributes to motivation and academic achievement. 

Limitations 

This study provided insight into the lived experience of an adolescent with health 

complexities; however, lived experience is subjective and cannot be considered 

representative or generalizable. Individuals with health complexities exhibit diverse 

needs in contextualized environments; which ultimately impacts subjective experience. 

There are limitations to case study design. My study focused on a single case related 

to one medically fragile adolescent's experience. Findings cannot be used to make 

generalizations. Each medically fragile adolescent's situation is unparalleled. It is 

important to recognize that the interpretive-constructivist paradigm was not intended to 

draw unwarranted conclusions across a continuum. 

Using a subjective filter, this study reflected individual interpretations of the world 
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based on Violet's personal experience. Self-reporting and memory influenced internal 

and external "restorying" reflective of constructed and reconstructed experiences 

(Creswell, 2007; Polkinghorne, 2005). Restorying required Violet to explicitly 

externalize internal interpretations by reflecting on her past experience and sharing her 

personal experiences through a subjective lens. These experiences were not directly 

observed and reflection can alter the story (Polkinghorne, 2005). 

The inclusion of multiple techniques cannot guarantee the elimination of researcher 

subjectivity. Therefore, notable shortcomings associated with the case study design were 

recognized. According to Cohen, Manion, and Morrison (2001), the drawbacks of case 

study included subjectivity, selectivity, and researcher bias. The potential for subjectivity 

and researcher bias was unavoidable (Kabuto, 2008). This study was filtered through my 

perceptions, experience, and interpretations. To minimize the influence of these 

characteristics, I included strategies described by Yin (2003) to alleviate potential issues 

related to reliability and validity: reflexivity, triangulation, crystallization, member 

checking, and peer debriefing. 

Furthermore, I am a parent-researcher. This impacted my perceptions of topics 

related to medically fragile adolescents, educational goals, academic achievement, and 

accommodations. Although I maintained reflexivity throughout the research process, it 

was possible that my interpretation reflected underlying subjectivities. 

Future Research 

The literature in this study came mainly from medical and psychological sources, 

with limited scholarly evidence in education. More research is necessary to examine the 

relationship between illness and educational experience. Additional case studies of 



194 

students with health complexities, who participate in online learning, are needed to better 

understand the social and academic needs exhibited within this population. Also, the 

normalizing effect of online learning for children with health complexities should be 

considered. 

From this case study, I formulated the following impressions about the use of 

technology and online learning that could lead to additional study. Research on the use 

of technology and online learning by adolescents with health complexities to access and 

facilitate learning could add to the currently limited scope of literature on this topic. 

Specifically, further research should examine the use of technology, as a Section 504 

accommodation, in a traditional classroom to support social and academic growth during 

illness, extended absences, and hospitalizations. 

Summary 

A pilot study considered teacher perceptions about the impact of medical fragility on 

education. Additional inquiry examined 504 instructional accommodations of a public 

school student with medical complexities. Findings revealed a notable gap related to 

instructional accommodations to support students with health complexities. This guided 

the purpose of this study to explore the contextualized experience of an adolescent, who 

was not enrolled in a traditional school setting due to health complexities. The inquiry 

led to the consideration of corresponding variables in relation to education. 

Illness impeded school attendance, socialization, and academics. Excessive absences, 

which affect learning, last from days to months (Shiu, 2004). Illness, coupled with 

absences, negatively impact students, both socially and academically (Patterson & Tullis, 

2007; Shiu, 2004). Of significance are other confounding variables that include anxiety, 
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embarrassment, low immunity, peer acceptance, and teacher acceptance (Ashton & 

Bailey, 2004; Bessell, 2001; Shiu, 2004). Students with health complexities worried 

about "catching up," in addition to completing current assignments, which contributed to 

frustration and academic difficulties. These students commonly exhibited anxiety 

associated with illness, including concerns about peer and teacher acceptance, further 

impeding academic achievement (Bessell, 2001). 

Illness is embedded in experience. Yet, with potential medical breakthroughs on the 

horizon, students with health complexities continue to infiltrate public schools. This 

population exhibits diverse medical, social, and academic needs. The impact of illness on 

academic achievement was documented in the literature (Bloch, 1986; Cunningham & 

Wodrich, 2006; Fowler et al., 1985; Sexson-Madan Swain, 1993). Evidence indicated 

that inclusion fostered student growth (Armstrong, Blumberg, & Toledano, 1999; Sanger, 

Cope land, & Davidson, 1991). The literature also revealed that relatedness and a sense 

of belonging were important components to support student growth (Deci, Vallerand, 

Pelletier, & Ryan, 1991; Hargreaves et al., 1996; McMillan & Chavis, 1986; Noddings, 

1992; Solomon et al., 1998). 

In order to understand the challenges students with health complexities face, it was 

important to reflect on current policies and procedures to identify core components that 

contribute to academic achievement. It was also crucial to consider the relationship 

between illness and learning to align academic and social goals with the individualized 

needs of the learner. Lastly, the use of technology as an accommodation to provide 

access to learning was worth consideration for the sake of supporting student growth. 
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A Final Note 

At the conclusion of data collection, I asked Violet to share her thoughts about 

participating in this study and she expressed, 

When my mom asked me to participate in the study, I was willing to participate, 
but I didn't really understand why the study was taking place; who it would 
affect; and how it would affect me. When I asked my mom why she was doing the 
study, she explained that there have not been any studies about medically fragile 
adolescents and learning. As I invested more into it, I realized the study is a good 
opportunity for my voice to be heard. Living with cystic fibrosis, I have learned 
that it's hard speaking up for myself to adults, because I often feel like I am not 
heard and that I am being looked down on. Although I have watched my parents 
advocate for me, it is difficult for me to advocate for myself because there have 
been many times when I have spoken up and just been ignored. I want this study 
to help teachers and adults understand how medical fragility affects me, and to 
treat me as a competent individual, and understand that my cystic fibrosis is only 
a part of me, and it does not define me. I'm hoping my perspective will help 
others understand what it's like to live and deal with medical fragility, (p. 118, 
lines 413-425) 
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X/IERCER A .  w  A u n i v e r s i t y  
biSlitutiona} Boorrf 

for Hi/search /nvo\mg Unman *>nbj*i is 

02-JJ-2010 

Ms. E.Clare Schmitt 
Mercer University 
Tift College of Eduction 

3001 Mercer University Drive 
Atlanta. GA 30341 

RE: Perspectives of Medically Fragile Children (HI006142 

Dear Ms. Schmitt: 

Your application entitled: "Perspectives of Medically Fragile Children" (H1006142was reviewed by this Institutional Review Board for Human 
Subjects Research in accordance with Federal Regulations 21CFR 56.110(bi and 45CFR*6.H0jb) {for expedited review) and was approved 
under Category 6,7 per 63FR&3364. 

Your application was approved for one year of study on 02-Jul-2010. The protocol expires 02-Jul-2011. If the study continues beyond one year, it 
must be re-evaluated by the IRB Committee. 

Hew Application 

Please complete the survey for the IRB and the Office ol Research Compliance. To access the survey, dick on the following link: 
htip^M'ww.zoonierana.com,'Surve¥/?p==WEB227URK2RB6Q 

It has been a pleasure to work with you and much success with your project!! 

If you need any further assistance, please feel free to contact our office. 

Mercer University IRB & Office of Research Compliance 
Phone (478) 301-4101 
Fax(478)301-2329 
PRC Mercer@Mercer.Edu 

Respectfully. 

AjuaniaG. White. MPH.CHES.CIM 

Member 
Instutional Review Board 

AGW/acr 
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lisrirunona! JfavM-M- Boatt! 
for Jbtstarch Involving Human Subjects 

28-Jur>-2011 
Ms. E. Clare Schmitt 
Mercer University 
Tift College of Education 
3001 Mercer University Drive 
Atlanta, GA 30341 
RE: Perspectives of Medically Fragile Children H1006142 
Dear Ms. Schmitt: 

Your application entitled: Perspectives of Medicaiy Fragile Children H1006142), which expires 02-Juf-2011. was reviewed on behalf of Mercer 
Universitys Institutional Review Board for Human Subjects Research in accordance with Federal Regulations 21CFR 56. HOfb) and 45CFR 
46.11 (Xbi (for expedited review) and was approved for continuation under category 6,7, on 28-Jun-20l 1. 

The approval period for your application (submitted without changes to the protocol or informed consent) is for one year of study beginning on 
02-Jul-2011. The protocol expires 02-Jul-2012. 

Continuation with changes: Modification - to include adolescents age 14-16 who are home-schooled and participates in online learning 
courses. Face-to-face interviews and informal conversations will take place in a naturalistic environment: the home of the medically fragile 
adolescent. The modification adds informal conversations, letter writing, photographs, self-portraits and video journals. The consent forms have 
been revised to reflect changes. 

Note: Please report to the Committee when the protocol is initiated. Also report immediately any changes in the protocol and/or consent form 
and All accidents, injuries, and serious or unexpected adverse events that occur to your subjects as a result of this study. 

Respectfully. 
f: /•/- J. •>'//. 

Ava Chambiss-Richardson, M.ED., CIP, CIM 
Institutional Review Board 
ACR/acr 

Mercer Unwersrty has adopted, and agrees to conduct its dsn?cal research studies at accordance witv me 
International Conference on Harmonoaf-on s t'SCH) Gwdeines tor Good CSnicaf Pracfcce 

1508 College Street • Macon Georgia 31207-0003 

(478) 301-4101 • FAX (4?S) 501-2329 
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MERCER 
-L V JLU N I V F . R S I T  V  

Perspectives of Medically Fragile Children 
Parent or Guardian 

Informed Consent Form 

Your child has been asked to participate in a research study entitled Perspectives of 
Medically Fragile Children. The study is being conducted by Clare Schmitt. Curriculum 
& Instruction Ph.D. candidate, Mercer University. 678-517-2162, 
ecschmitt@bellsouth.net, Advisor: Karen Weller-Svvanson, Mercer University 678-547-
6398, and Swanson_KW@mercer.edu. The results will be used to further my 
understanding the lived experiences of medically fragile children and their educational 
needs. Your son's/daughter's participation is voluntary. A decision to participate in the 
research will not affect his/Tier relationship with Indian Creek Middle School, his/her 
relationship with other teachers, or his/her academic standing. 

I. The purnose of mv study is to explore: 
This research study is designed to study the lived experiences of medically fragile 
children and their educational needs. 
The data from this research will be used to add to the existing body of knowledge 
regarding medically fragile children and their educational needs. 

II. Procedures: 
If you allow your child to volunteer for this study, your child will be asked to describe 
their experience at school including medical needs, learning needs, friends, teachers, 
support, and challenges. Your participation will take approximately 45 minutes. 
Your child will be asked to assent to participate in this research. (Assent means that your 
child will be asked to voluntarily participate in this research.) Your child will tell the 
teacher they want to participate by answering yes or no after the teacher verbally reads to 
your child what the research is about and what he/she will be asked to do. The child will 
be asked to describe their lived experience and the impact of medical needs on 
educational challenges and goals, friendships, and relationships with teachcrs. The child 
will be asked to complete a short survey as well as an open-ended journal response 
regarding their personal experience. 

Parent/guardians who allow student to participate must: 

Read and complete consent form. Give permission to examine your son's/daughter's class 
work. It will take 45 minutes to complete in the teacher's classroom. 

III. Potential benefits to students and/or society 

08/19/2010 Alerter limvcrsily 1KB 
Approval Dale WiSlMit 
litioirocd Conscm 

Page 1 
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There are some potential benefits for students and society. This study will add to the 
existing literature and shed light on the lived experiences of medically fragile children 
and their educational needs. 

IV. Potential Risks/Discomfort 
There are no foreseeable risks associated with the study. Participants have the right to 
discontinue participation, either temporarily or permanently. 

V. Withdrawal of Participation 
Your child's participation is voluntary. Your child will not be penalized or lose any 
benefits that he/she are otherwise entitled to if you decide that your child will not 
participate in this research project. 

If your child decides to participate in this project, he/she may discontinue participation at 
any time without penalty or loss of benefits. You have the right to inspect any instrument 
or materials related to the proposal. Your request will be honored within a reasonable 
period after the request is received. 

VI. Payment for Participation 
Students will not be paid for their participation. There is no financial obligation for 
participants. 

VII. Confidentiality 
Precautions will be taken to preserve the confidentiality/privacy of participants by giving 
each participant a pseudonym. Participants names will be omitted from any collected 
work samples. Conversations will be audio-taped, transcribed, and securely stored in a 
locked cabinet accessible to the investigator, Clare Schmitt. and Dr. Karen Weiler-
Swanson, advisor. Data will be stored at Mercer University for at least 3 years after 
completion of the study, and destroyed thereafter. 

All of the data collected will be coded with pseudonyms to protect the identity of the 
participants. Your child's individual responses will not be shared with parents or others. 
All data will be coded with a pseudonym. This pseudonym will identify the information 
that I collect from the interview, survey, audio-taping, and work samples from your child. 
The list connecting participant numbers and names will also be kept in separate locked 
cabinets. 

Questions about the Research 
If you have any questions about the research, please speak with Clare Schmitt. If you 
have questions later, you may contact Clare Schmitt, 678-517-2162, 
ecschmitt@bellsouth.net or Karen Swanson, 678-547-6398. Swanson_KW@niercer.edu. 

You have been given the opportunity to ask questions and these have been answered to 
your satisfaction. If you do agree to allow your child to participate in this research, please 
complete the information below: 
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I. . do want to 
participate in this research study. 

Participant's Name (Print) Date 

Parent/Guardian's Name Parent Guardian's Signature Date 

Please return to Clare Schmitt as soon as possible. 

In order to conduct this research, this project has been reviewed and approved by Mercer University's 
Institutional Review Board (IRB). If you believe there is any infringement upon your child's rights as a 
research subject, please contact the IRB Chair at (478) .101-4101. Ihe IRBs are the governing bodies that 
are set in place to ensure responsible and safe conduct of research investigations. 

08/19/2010 Page 3 
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Qualitative Study 
Informed Assent for Children Age 14-18 

Perspective of A Medically Fragile Adolescent 

Investigators at Mercer University are doing a research study where we are trying to learn about the 
educational needs of medically fragile adolescents, adolescents who are not cognitively impaired, but 
exhibit medical needs that exceed the needs of healthy peers. 

The purpose of this study is to add to the existing body of literature about medically fragile adolescents 

and their educational needs. 

Participants will be selected based on medial diagnosis and current medial needs to capture lived 

experiences of medically fragile adolescents and identify their educational needs. 

The people in charge of this study are Clare Schmitt, a Curriculum & Instruction Ph.D. graduate student, 

advised by Karen Swanson, Director of the Curriculum and Instruction Ph.D. program. 

The study will take place in a suburban middle school or in the home of a hospital/homebound medically 

fragile adolescent. 

This study will ask you to share your lived experiences and discuss daily routines, educational needs, 

educational goals, relationships with teachers and peers, use of technology, and educational challenges. 

You will be interviewed face to face and asked about various topics related to your educational 

experience. You may be asked to respond to some journal prompts to capture the educational experience 

from your view and/or use a journal to record your daily thoughts and experiences. You will be given the 

choice to create a self-portrait, photo collage, and/or a video diary capturing a day in your life. We will 

save some of these materials in a locked cabinet to do our research. You will have the option of using a 

pseudonym, a different name, so your given name will not be recorded. Your information will be kept 

private and will not be shared with others without seeking your permission in advance. 

The only people that will have access to your answers are the people working on the research project. 

Your parent(s) have said that it is okay for you to be in this research study. You do not have to be in this 

study if you do not want to. You can change your mind at anytime by telling your Mom, Dad, Teacher, or 

the person conducting this study. 

No, I do not want to be in this study. 
Yes, I want to be in this study. 

Signature of Participant Date 

Signature of Person Obtaining Assent Date 
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Qualitative Research Study 
Photograph Consent FORM 

Perspective of a Medically Fragile Adolescent 

Photographs taken during data collection will be placed in the appendix of my 
dissertation research, which will be reviewed by members of the Faculty of Mercer's Tift 
College of Education with the possibility that photographs will be used in a book, journal 
article, or exhibited at a conference presentation. 

Your photograph will not edited, altered, or reposted in any way without your written 
permission. 

I can blur or remove your name from the photograph to protect your identity, but still 
include it in my dissertation and/or any future publications or conference presentations. 

You may refuse to allow me to include your photograph in my dissertation and/or any 
publications or conference presentations. 

By signing below I am indicating my consent to allow photographs to be included. I 
agree that my questions about this research have been answered clearly and fully. 1 
understand that my photographs may be used for publishing a dissertation, book and/or 
journal articles, or used in a conference presentation and I consent for it to be used in that 
manner. 

I consent to have my photograph included as a part of the above named research. 

Participant's Signature Date 

Parent Signature if Participant is under 18 Date 
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