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ABSTRACT 

RIZA V. MAURICIO 

COMFORT: VOICES OF ADOLESCENTS WITH METASTATIC CANCER 

DECEMBER 2012 

Published studies documenting adolescents own descriptions of their 

comfort experiences while undergoing treatment for metastatic cancer is limited. 

Expanded knowledge of how young patients explicate the meaning and 

significance of their comfort experience would be valuable information that would 

help bridge the gap in our knowledge and practice. This study explored the 

meaning and significance of comfort as experienced by adolescents with 

metastatic and progressive cancer. This study was conducted in a children's 

cancer hospital of a large tertiary institution that specializes in the treatment of 

cancer. Purposive sampling was used to recruit patients. Data collection tools 

used were demographic questionnaire and a semi-structured interview designed 

by the research team. There were thirteen adolescents with metastatic solid 

tumors of varied pathology and patients with progressive acute lymphoblastic 

leukemia who were interviewed for 45-60 minutes. The data were an_alyzed using 

descriptive phenomenology. These young patients collectively described 

happiness and well being as the meaning of comfort. The significance of their 

comfort experience was their hopefulness for the future. Comfort fueled their 

vii 



ability to accept the diagnosis, cope with the distressing symptoms, and hope for 

a cure. Themes that emerged were consistent with the holistic definition of 

comfort according to Kolcaba's comfort theory. They were: Who am I? (physical 

changes) , Why me? What would it be now?, Where do I stand and belong?, Help 

from a Higher Being , Existential well-being , My social support, and This is where 

I belong. The caring behavior of the health care staff, their family and friends 

helped them cope with their disease. Positive coping behavior has been 

observed to promote hopefulness. 
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CHAPTER I 

FOCUS OF INQUIRY 

Several advances in cancer treatment have improved cancer survival 

rates in children in general , yet the incidence of cancer in the population between 

15-29 years of age continues to increase in the last quarter century. However, 

the rate of increase in incidence in the older age of the range ( over 25 years old) 

has slowly declined , approximately reaching the rate in the 1970s (NCI SEER 

AYA Monograph , 2006) . The overall 5-year cancer survival rates in patients 15-

19 years of age improved from approximately 73% in the early 1980s to mid 80% 

in 1986 although this progress has remained static since then (NCI SEER AYA · 

Monograph , 2006) . These figures indicate that the population of adolescents in 

cancer therapy as well as the population of long-term cancer survivors has 

increased. These adolescents are at risk for long-term side effects from cancer 

treatment. There are studies reporting impairment in the quality of life of survivors 

diagnosed with cancer while survivors were adolescents (Punyko et al., 2006; 

Berg , Neufeld , Harvey, Downer, and Hayashi, 2008; Seitz et al , 2011 ). The 

distress and discomfort that these individuals faced during their treatn:,ent are the 

potential cause of the impairment in the quality of their lives (Seitz et al. , 2011 ). 

The treatment effects created a negative indelible mark that the survivors carry 

as they continue living . Likewise, some of these adolescents continue to struggle 



through their cancer treatment. Their life is a rollercoaster of distressing 

experience as they complete each cycle of treatment when their disease is 

metastatic or progressive until the end of their lives. It is important to emphasize 

the need for comfort in order to improve the quality of survival of adolescents with 

cancer (NCI SEER AYA, 2006). 

There is evidence to support that adolescents with cancer, including when 

their disease is metastatic or progressive, are not comfortable during their 

treatment (Jones, 2006; Wolfe et al., 2000). Several studies (Wolfe et al., 2000; 

Carter et al. , 2004; Jones, 2006; Tan et al., 2006) have reported the distressing 

experiences of adolescents with pain when their disease is metastatic up to the 

end of their lives. Through the years, progress in implementing a "comfort care . 

philosophy,, has been slow. Models of comfort care have evolved over many 

years. The American Academy of Pediatrics (AAP, 2000), along with the World 

Health Organization (WHO, 1998) have made recommendations for minimum 

standards of comfort by implementing palliative care in children diagnosed with 

chronic illness including cancer. Advocacy for pain and symptom control for 

children diagnosed with cancer has grown since the publication of this 

recommendation and the standards of care. The World Health Organization 

adheres to the belief that palliative care is designed for those who are seriously 

ill, not just the dying. The pediatric palliative care philosophy includes a holistic 

approach to providing comfort while cancer treatment is progressing, regardless 

of the severity of the diagnosis. Palliative care places our medical knowledge and 
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technology into the service of providing comfort, joy, and meaning to the 

adolescents' experiences while undergoing treatment. Palliative care is a 

supportive care that relieves suffering, optimizes function, and social support of 

the patient and the family when the disease is life-threatening (Schrijvers and 

Meijnders, 2006). However, utilization of this model in clinical practice has been 

inconsistent (Tan et al., 2006; Docherty, Miles, and Brandon, 2007). 

Several palliative care models have been created to improve cancer 

patients' experiences including their care at the end-of-life, yet inconsistencies in 

their clinical applications have been identified as altering comfort and the delivery 

of quality care (Carter et al., 2004). Some do not follow these delivery models 

because of multiple barriers to their implementation (Docherty et al., 2007; 

Harper et al., 2007). The literature identified factors that compromise the delivery 

of palliative care to these patients while undergoing intense therapy for 

metastatic or progressive disease. First, Docherty cited the difficulty from the 

families and health care providers in adopting the comfort care model, palliative 

care , afraid that it is a shift in the approach to care from curative measures to 

palliative care instead of a synergistic approach to both caring philosophies. This 

often resulted in a discrepancy between the parents' preferred medical care and 

the actual care given to their children (Docherty et al., 2007). Second, disparity 

exists in identifying the appropriate starting period of comfort care. Some 

providers believe that comfort care should start when the patient is dying while 

others think that comfort care should be given as soon as the patient has 
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distressing symptoms during treatment. Those who believe that comfort care is 

necessary when a person is dying face the dilemma of when to start comfort 

measures because of the universal difficulty in prognosticating death (Lamont 

and Christakis , 2003). Third , communication can be challenging, even awkward, 

between healthcare professionals, patients, and families at such a vulnerable 

time in part because of limited professional training regarding how to effectively 

discuss disease progression and end of life (Feudtner, 2007). Fourth, even with 

appropriate professional consultation , parents often find it difficult to talk with 

their children about these sensitive issues potentially creating more discomfort to 

this physically and emotionally developing adolescent (Kriecbergs, 

Valdimarsdottir, Onelov, Henter, and Steineck, 2004)). 

The thoughts and questions of adolescents are often overlooked in our 

caring process. Health care providers rely on their parents or caregivers to give 

them information regard ing their perspective of the adolescent's illness or 

treatment experience. However, adolescents can offer significant insights into 

their needs surrounding their medical and psychosocial care. Most of the 

publications that evaluated the adolescent's comfort experience during treatment 

were drawn from the parents and staff's perspectives (Wolfe et al., 2000; Jones, 

2006). 

There are several publications (Harper et al., 2007; Docherty et al., 2007) 

on comfort experiences of adolescents during treatment of progressive disease, 

and a few (Wolfe et al. , 2000; Jones, 2006; Seitz, Besier, and Goldbeck, 2009) 
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have reported the comfort experiences of adolescents diagnosed with cancer. 

The literature is very limited , however, on personal experiences as described by 

these young patients themselves while undergoing therapy of their progressive 

disease. Expanded knowledge of how young patients explicate the meaning and 

significance of their comfort experiences wouid be valuable information that 

would help bridge the existing gap in our knowledge and clinical practice. 

Knowledge of comfort experienced by adolescents with metastatic cancer will 

offer healthcare providers additional information that will serve as the foundation 

in building practice guidelines for the care of adolescents with metastatic or 

progressive disease. 

Problems of the Study 

What is the meaning and significance of comfort experienced by adolescents 

with metastatic cancer? 

Specific Aims · 

1) To explore the meaning of comfort experienced by adolescents diagnosed 

with metastatic cancer. 

2) To explore the significance of the experience of comfort as described by 

adolescents diagnosed with metastatic cancer. 

Rationale for the Study 

Health care providers devote their time every day to the well being of their 

patients. The provision of comfort is the foremost consideration in every aspect of 

our care. Patient's comfort is a common quality of care indicator in the healthcare 
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industry (Kaplow, 2000). Whether we care for these patients during a simple 

clinic visit or care for them in the critical care environment, our ability to make 

them feel comfortable is an expectation of the patient and the family. Comfort 

measures are provided to address patient's physical , emotional, sociocultural, or 

environmental distress. Patient's comfort is usually measured by the behavioral 

indicators of discomfort (Kolcaba, 2003). 

Comfort is also a mission unique to the nursing profession . As early as 

1859 , Nightingale has recognized the role of nurses in comforting the sick to 

improve their health. Nightingale described how nurses could provide basic 

human needs of ventilation , fresh air, food , and clothing as an important 

ingredient in saving lives and increasing health and comfort (Nightingale, 1859).· 

The provision of medicine to relieve pain and symptoms, providing the comforting 

touch , the soft words we impart during our conversation with patients, and the 

listening ear we provide to an anxious child or parents, are central to our nursing 

profession. The end result that we strive to achieve daily in our care is to 

enhance the comfort that our patients feel. A good nurse is the one that makes 

the patient and family comfortable. 

It is critical to address the comfort of adolescents with metastatic cancer 

because of the toll the· distressing experience will place on their growth and 

development. It is a challenge to understand their condition . There is more to 

know about them, as they are the least investigated age group. They are 

confronted with several stressors from the diagnosis of cancer to the normal 
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stress of a developing adolescent. Some survivors from adolescent cancer 

expressed readiness to forget about their journey with cancer. They also 

indicated deficiency in the achievement of their developmental milestones as an 

adolescent (Dieluweit et al., 2010). Their stunted development can potentially be 

due to the fact that they face a significant stress during the most vulnerable 

period of their development. 

Most of the children and adolescents we care for are not actively dying. 

They are actively living with conditions that may shorten their lifespans. The 

comfort care ph ilosophy in palliative care puts all our medical knowledge and 

technology to the service of enhancing a child's comfort and meaning . We cannot 

always fix the underlying condition, but we can always improve the experience of 

care for the child , the fam ily, and the caregivers. The issue lies in the fact that we 

are deficient in how we provide a comforting experience to the adolescents in 

their cancer care journey because of the complexity of the concept of comfort 

and the known inconsistencies in how we apply the comfort care philosophy 

(Jones, 2006; Feudtner, 2007) . 

The diagnosis of cancer in adolescents challenges our ability to care for a 

patient during the most difficult phase of their growth and development. Clinicians 

have witnessed several moments in their careers of adolescents in distress 

because of their diseases and treatment effects. Published studies have 

ind icated that the adolescents experience distress and suffering and 

standard ized care is essential to enhance their quality of life (Feudtner, 2007). 
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The result of this research study will uncover, in the adolescents' own voices, the 

distressing experiences of adolescents during treatment of their metastatic or 

progressive disease. The result will provide the missing piece, the accounts of 

their own experiences, which will bridge the gap in our existing knowledge. This 

body of knowledge will eventually become the source of information in building a 

practice guideline that will improve the adolescents' quality of life. 

Philosophical Underpinnings 

Phenomenology, the study of the lived experiences of humans, provides 

the conceptual foundation of this study. It is a systematic approach that uncovers 

the structure and meaning of lived experience. Phenomenology posits that there 

are common features to persons' experiences called universal essences. These 

essences are representations of the true phenomenon being studied. 

Phenomenology provides a rich description of the experiential meaning lived by 

an individual every day (van Mannen, 1990). 

Phenomenology as a research methodology examines human 

experiences that are subjective. Its goal is to gain a deeper understanding of a 

person 's everyday experiences with its central focus being the lived experience 

of the world within everyday life. The subjective experience of a human being is 

an important aspect in the science of nursing. Thus, many nursing scholars have 

been using phenomenology to understand the unique experience of the person 

and the meanings of their interactions with other people and their environment 

(Lopez and Willis , 2004). 
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Husserl's philosophical ideals gave rise to descriptive phenomenology, the 

research methodology that will be used in this study. Husserlian philosophy 

assumed that human consciousness has value and should be an object of 

scientific inquiry (Lopez and Willis, 2004). The subjective information of a person 

is important to scientists looking for information on human experience because 

human action influences the person's perception of reality (Lopez and Willis, 

2004). The subjective experiences that were sought in this study were 

descriptions of everyday comfort situations as experienced by the participants as 

well as the meaning of these comfort situations. These situations are called the 

"intentional objects," experiences that the person will describe in the manner he 

or she did them (Giorgi, 2000). 

Husserl 's descriptive phenomenological methodology suggests there are 

essential elements in conducting a study of lived experience. These core 

elements are: phenomenological reduction, intuitin·g, and essences (van Mannen, 

1990; Giorgi , 2000). 

Phenomenological Reduction 

An important strategy of descriptive phenomenology is phenomenological 

reduction , the belief that it is important for the researcher to shed all prior 

personal knowledge in order to grasp the essential lived experiences of those 

persons being studied (Lopez and Willis, 2004; Dowling, 2005). It is a temporary 

suspension of one's beliefs, assumptions, preconceptions, and biases related to 

the phenomenon that is being studied in order to form a fresh impression about 
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the phenomenon. This would mean a researcher would remove from her 

consciousness of all prior knowledge as well as personal bias of the 

phenomenon (Le Vasseur, 2003; Lopez and Willis , 2004). There are many 

controversies surrounding this strategy. However, it is has been declared as an 

important method in order to provide rigor to a study (Polit and Hungler, 1999; Le 

Vasseur, 2003 ; Norlyk and Harder, 2010). The researcher conducting this 

particular study, "Comfort Experiences of Adolescents with Metastatic Cancer," is 

a Pediatric Nurse Practitioner that manages the care of some of these patients 

as they are admitted to the Pediatric Intensive Care Unit or to the Pediatric 

Palliative Care service. When some of these adolescents were admitted to the 

hospital for their treatment, the researcher was in the same environment and 

directly observed their comfort experience. The researcher will perform 

bracketing through the entire research process, as she gathers the data during 

interviews and while analyzing the data in order to ·uncover undiluted answer to 

the research question. The re·searcher cleansed her mind of preconceptions 

regarding the comfort phenomenon in order to concentrate on the essences of 

the participants' comfort experiences. While this process has been challenging to 

achieve in the researcher's current research condition, it is essential in order to 

provide objectivity to the research process. Thus prior to the start of the study, 

the researcher reflected on her preconceived beliefs and understanding of the 

phenomenon , comfort of adolescents with metastatic or progressive cancer, and 

referred to these preconceived beliefs during the data analysis of the study. The 

10 



researcher's preconceived beliefs are written in the data analysis section of this 

report making the researcher's preconceptions visible. 

Essences 

Another assumption to Husserlian phenomenology is the existence of 

universal essences. They are features of a lived experience that are common to 

everyone that has the experience. "Essences" comes from the Greek word ousia , 

the inner essential nature and the true being of a thing. It is what makes the thing 

what it is rather than being something else (van Mannen, 1990). The ultimate 

goal of phenomenological research is to reduce the meaning of the human 

experience into essential structures. The researcher used the textual description 

to reveal the phenomena that the adolescents experienced and the structural 

meanings to reveal how that phenomenon was experienced (Norlyk and Harder, 

2010). This study explored the meaning and the significance of comfort 

experienced by adolescents diagnosed with metastatic or progressive cancer. 

The meaning of the adolescents' comfort experiences and the significance of 

their experiences is the essence of this study. The researcher employed a semi

structured interview to allow each participant's open expression of his or her 

experience. A journal was kept to provide a written description of each 

adolescent's non-verbal cues as he or she answers the interviewer's questions. 

This will provide a rich description of the experience of each adolescent. The 

open attitude of the researcher will peel the layers of the participant's personal 

experience to reveal the internally interpreted meanings of comfort experience. 
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Intuiting 

Intuiting is the process of critical reflection and identification of themes as 

they are discovered from the accounts of the participants (Ayres, Kavanaugh, 

and Knafl, 2003). It requires the researcher to view the phenomenon under 

investigation , as it is described, free of presupposition and prejudice so the 

phenomenon can present itself with an accurate description that can be 

understood. The lived-experience of a person can be expressed in multiple forms 

(van Mannen, 1990). In this study, the lived-experience of adolescents with 

metastatic cancer or progressive disease can be found in the transcribed 

interview supplemented by the researcher's observation log and journal entry, an 

appropriate source for uncovering the thematic aspects of the adolescents' 

comfort experiences. Three approaches will be used to isolate the thematic 

aspects of the adolescents comfort phenomenon using van Mannen's method 

(1990) : 1) the wholistic or sententious approach; 2) selective or highlighting 

approach; 3) detailed or line-by-line approach. In the wholistic approach, the 

entire text is read in order to capture the main significance of the text as a whole. 

This will require a complete analytic immersion by the researcher within each 

individual case. Immersion can serve as evocation, a process described by van 

Mannen (1990) of bringing the experience vividly into presence. During the 

selective approach, the text is read and the audio recording of the interview will 

be heard several times in order to pick essential statements or phrases that 

reveal the comfort phenomenon and the meaning of the comfort experience. 
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These statements or phrases will be underlined or highlighted. The detailed 

reading approach will read through each single sentence line-by-line and identify 

a sentence or cluster of sentences that will reveal the phenomenon of comfort 

and its meaning (van Mannen, 1990). 

Summary 

The advances in cancer medicine have increased the survival of 

adolescents diagnosed with metastatic or progressive disease. A diagnosis of 

cancer is especially problematic to an adolescent because it challenges the 

achievement of their developmental tasks. Cancer treatments are usually lengthy 

and debilitating due to their side effects. We have found in the literature that 

these adolescents are in distress from painful procedures and from the side 

effects of cancer therapy. Unfortunately, the thoughts and questions of 

adolescents are often overlooked. Health care providers rely on their parents or 

caregivers to give them information regarding their perspective of their illness or 

treatment experience. Yet, adolescents can offer significant insights into their 

needs surrounding their medical and psychosocial care. Most of the publications 

that evaluated adolescent comfort experiences during treatment were drawn from 

the parents and staff's perspectives. We have to hear the distressing experience 

of the adolescents with metastatic or progressive disease from their own 

perspective. We have to understand their perspective of comfort in order to 

support them during treatment. It is inherent in our role as healthcare providers to 
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relieve their distressing symptoms and improve their quality of life as they survive 

the challenges of cancer treatment. 

Among all the barriers to care, multiple opportunities are available. In 

order to provide adolescents with good care, it is necessary to know what 

aspects of care they perceive are important. The purpose of this study, to explore 

the meaning and significance of comfort experience of adolescents diagnosed 

with metastatic or progressive disease, will provide the health care community 

with the knowledge necessary to understand this population. The adolescents' 

voices were heard and described into categorical themes according to the 

comfort theory of Kolcaba using the phenomenological approach to inquiry. 
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CHAPTER II 

LITERATURE REVIEW 

Introduction 

The review of literature will focus on the incidence of cancer in 

adolescents , phenomenology as a research methodology, comfort as the core 

concept of nursing profession, and comfort experiences of adolescents, the 

reports from their careg ivers and the staff who care for them. Published studies 

on the topic of comfort in adolescents with metastatic or progressive cancer were 

explored . The literature was scant relevant to publications of reports using 

adolescents themselves as participants. The search was expanded to include 

concepts related to the comfort definition explicated by Kolcaba's Comfort Theory 

that included the physical, pscyho-spiritual , sociocultural , and environmental 

domains in a person's life. Those studies that could be categorized under these 

four domains were included if adolescents are the subject of the inquiry (Kolcaba, 

2003) . 

Cancer in Adolescents 

The incidence of cancer in the adolescent age group has risen ~teadily 

over the past quarter century. The incidence in this age group is particularly 

higher compared to the younger age group. The age-adjusted inciden_ce rate for 

children Oto 14 years old is 150.97 per million and 210.42 per million for those 
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aged 15 to 19 years. The type of cancer distribution in this age group is uniquely 

different in this population. Hodgkin lymphoma, melanoma, testicular cancer, 

gen ital tract malignancy, thyroid , soft-tissue sarcomas, non-Hodgkin lymphoma, 

leukemia , brain and spinal tumors, breast cancer, bone sarcomas, and non

gonadal germ cell tumor account for the types of cancer in this age group (Bleyer 

and Barr, 2006; Li , Thompson , Miller, Pollack, and Stewart, 2008). 

There were several advances in cancer therapy made in past years 

increasing the survival rates of patients with cancer. Since the last quarter 

century, however, the progressive increase in survival rate has slowed down in 

the adolescent age group compared to other ages (Bleyer and Barr, 2006). This 

decline in the survival rate is not only seen in the United States but also in other . 

parts of the world. An adolescent belongs to a distinct age group that has unique 

physical , psychosocial , cultural, and spiritual needs. Within the overall category 

of cancer in children, adolescents deserve a special attention because the type 

of malignancy that they develop is different from younger children and young 

adults . Treating them poses a challenge to healthcare providers because of the 

impact of their disease at a critical stage of their development. Blyer and Barr 

speculated that the reasons for the decline in the adolescent survival rate could 

be due to several factors such as inadequate knowledge of cancer and treatment 

modalities, lack of health insurance coverage, poor participation in clinical trials , 

and a deficit in cancer research translation for this age group (Blyer and Barr, 

2006) . Awareness and knowledge of cancer is essential in the care of 
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adolescents to improve outcomes and quality of life. Their belief of immunity to 

diseases or accident, their "magical thinking ," and their risky behavior can 

potentially play a role in their deficient knowledge of cancer diagnosis and 

treatment. Inadequate knowledge can mean delay in diagnosis and cancer 

management that will eventually lead to distress and discomfort during therapy. 

Poor participation in clinica l trials and inadequate translation of research for this 

age group compounded the challenges that health care providers face in caring 

for adolescents. They present an extraordinary challenge for care , because their 

disease is ill understood and most drug doses and treatment effects were derived 

from adult or children studies. Their developmental stage is uniquely defined as 

awkward and uncertain as they transition into adulthood , and most studies on 

psychosocial issues are performed on adults and children. The management of 

adolescents with cancer is usually extrapolated from studies of adults and 

children (Schrijvers and Meijnders, 2006). Therefore, studies that focus on the 

developmental aspect of their care are important for the optimum management of 

their disease and for providing a state of comfort. 

Developmental Characteristics of Adolescents with Cancer 

The diagnosis of cancer in adolescents presents unique difficulties to this 

age group already experiencing developmental challenges. The adolescent 

phase is marked by dramatic changes in personal appearance and hormones. 

Adolescents with cancer have an added burden of dealing with a potentially life

limiting illness, prolonged treatments, and any consequential physical changes 
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and emotional distress. The physical changes caused by cancer and its 

treatment are physical deformities from the disease and surgery, hair loss, weight 

gain , weight loss, acne, deformed body parts from invasive catheters, etc. are 

particularly difficult for adolescents whose self-image is fragile (Wallace, 

Harcourt, Rumsey, and Foot, 2007). These physical changes are compounded 

by the psychosocial difficulties they encounter (Schrijvers and Meijnders, 2006). 

They may become depressed because of prolonged hospitalization or isolated 

from friends because of immune deficiency. They are also withdrawn from school 

to undergo prolonged treatment alienating them from peer support. 

Adolescence is a unique period of biological and psychological 

development. They are not a homogenous group. They display a variety of 

biological growth, psychological growth, and emotional growth. The adolescent 

stage is divided into three phases: early adolescent (10-13 years old), middle 

adolescent ( 14-17 years old), and late adolescent ( 17-21 years old). Early 

adolescents focus on achieving autonomy, independence from parents and 

family, and involvement with peers. They are challenged specifically with 

biological changes that affect their body image, self-concept, and role changes. 

within peer and family relationships. Middle adolescents pertain to sexuality, 

intimacy, sexual identity, and being comfortable with their own body while self

confidence is their major challenge. Late adolescent is more focused on 

achievement. They think of their future more by developing ·future goals, they are 

also strict with what is right and wrong . They are challenged with assuming adult 
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roles like planning their career and contribution to society (Hendricks-Ferguson , 

2006; Radzik, Sheer, and Nenstein, 2008). These phases of growth and 

development can overlap with each other. By the end of late adolescence he or 

she has gained independence, emancipated from parents or older adults, formed 

his or her psychosocial identity, and has adequate resources from family and the 

community to support him or her. Adolescence is the time when there is intense 

developmental change in physical , emotional, and social growth. It is a period 

where they have rapid growth development as well as physiological changes 

from hormonal urge (Radzik, Sheer, and Neinstein, 2008) . 

A diagnosis of cancer during adolescence can be frustrating to them. They 

feel anxious and conflicted about what will happen after the diagnosis. 

Adolescents are old enough to understand their diagnosis but not mature enough 

to react to their disease like an adult. They long to be independent and in control 

yet are conflicted because they have to rely on thei'r family and their healthcare 

providers .to care for them (Radzik et al., 2008) . The adolescent with cancer may 

be overwhelmed w_ith anger, anxiety, and depression (Walker, Gedaly-Duff, 

Miakowski, and Nail, 2010). They envision cancer as a barrier to leading a 

normal life. Adolescence is the time when conforming to the norms of peers is 

important and having cancer will make them different. 

Adolescence is also a period where they acquire rapid growth in their 

cognitive skills. They have formal operational thinking allowing them to have the 

ability for introspection, abstract thinking, and forming logical reasoning. It is at 
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this stage of development that they begin to have insights into why they feel the 

way they do and why they make the decisions they do. They have the ability to 

develop goals in life. Abstract concepts of love, marriage, death, and the 

meaning of life begin to occupy their thoughts (Radzik et al., 2008). 

Despite of their maturing abilities , adolescents diagnosed with cancer 

react by regressing . They may challenge their diagnosis by refusing to comply 

with the treatment they know can help manage their disease. Adherence to their 

therapy is a major issue in managing adolescents with cancer. They often use 

denial to cope. Denial provides them respite from the strain of the disease. 

Sometimes they move in and out of denial allowing them to cope with the 

disease in manageable pieces. While they struggle to cope with the diagnosis 

and the treatment of cancer, they also have to face the uncertainties of the 

treatment outcomes (Jones, 2008). 

Cancer is considered a chronic illness with n'o definitive end point. Even 

with the most radical treatment option, cancer can potentially metastasize to 

other parts of the body or become progressive. The condition can be in remission 

on ly to recur at a later time. The disease can also be cured only to have 

secondary effects or cancer, effects that can include another type of malignancy 

later in life (Prouty, Ward-Smith, and Hutto, 2006). The uncertainty experienced 

throughout their cancer treatment has been known to create a feeling of fear, 

anxiety, defensive coping, and distress that even may be carried over into 

adulthood by survivors of patients diagnosed with cancer during their 
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adolescence. This emotional hangover has a deleterious effect on how they live 

their lives after cancer (Decker, Haase, and Bell, 2007). It is important for 

healthcare providers to consider the effects of these distressing experiences in 

the hope that the survivors of cancer have a better future. 

Comfort and Nursing 

The provision of comfort to our patients is a vital component of the nursing 

profession. Patients and families expect nurses to help them feel comfortable 

whether treatment happens in the home, community clinics, or hospitals. Nursing 

is concerned with personal care that includes attention to physical and emotional 

comfort. Comfort offers positive connotations that indicate an improvement in a 

person 's prior state of distress or discomfort. Unfortunately, comfort can often be. 

misleading in context. The meaning of comfort can vary depending on its usage 

as a verb, noun, adjective, outcome, etc. The meaning of comfort in this study 

comes from the theory of comfort by Kolcaba (2003). Comfort is a complex 

human experience that includes physical, psycho-spiritual, environmental, and 

sociocultural aspects of a person's life. The approach to comfort care has to be 

holistic in order to produce a comfortable feeling (Kolcaba, 2003) . 

Kolcaba (2003) defined comfort as the immediate experience of being 

strengthened by having needs for relief, ease, and transcendence met in four 

contexts (physical, psycho-spiritual, sociocultural, and environmental) . The types 

of comfort utilized in her theory include: relief from the prior distressing 

experience where the recipient's specific needs are met, ease - a state where 
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the person is calm and contented, transcendence is a state where a person can 

elevate himself or herself higher than the pain or problem being experienced 

(Kolcaba, 2003). The holistic approach to comfort care emanates from the 

principle that a person has mental, emotional, spiritual, social, and physical 

needs that interact and respond to his or her environment in his or her day-to-day 

living experience. 

Kolcaba (2003) explicated the four contexts of the comfort theory as 

physical , psycho-spiritual, environmental, and sociocultural. The need for 

physical comfort is derived from any alteration in the body's homeostasis. In 

cancer patients, physical comfort can be observed during diagnostic tests and 

treatments or even as the malignancy progresses through other parts of the 

body. First, in order to make the diagnosis and stage the malignancy, the 

adolescent patient has to submit to a variety of tests: radiographs, magnetic 

resonance imaging (MRI) , computed tomography (CT), nuclear scans, bone 

marrow aspirations, and surgical biopsies. Pain and discomfort can happen from 

prolonged immobility due to fatigue, the debilitating effects of cancer and its 

treatment, surgical wound, or pain from procedural diagnostic tests and therapy. 

The constant retching and vomiting during chemotherapy, abdominal pain from 

constipation due to chemotherapy or prolonged opioid use, painful diarrhea from 

chemotherapy or radiation , fatigue, poor appetite, dyspnea, and others are a few 

symptoms of the many distressing experiences during cancer treatment 
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(Schrijvers and Meijnders, 2006; Walker, Gedaly-Duff, Miaskowski, and Nail, 

2010) . 

The psycho-spiritual context of comfort in this theory pertains to the inner 

self including self-esteem, faith in God, and being independent. It is the 

combined mental, emotional, and spiritual component of a person (Kolcaba, 

2003). Adolescents with cancer have difficulty achieving the developmental 

milestones of being an adolescent. They feel they are deprived from 

experiencing the normalcy of the adolescent period because of the diagnosis. 

They often describe their cancer treatment experience as disruptive as they trek 

to the hospital almost every day for their treatment and diagnostic tests. They are 

either hospitalized or homebound under the supervision of their parents or 

caregivers and the health care staff. These adolescents emphasize the lack of 

privacy, constant supervision, and isolation from their peers as a hindrance to 

their developing sense of identity and independence (Jones, 2008). Physical 

changes to their body have affected their perception of self. The adolescents in 

Woodgate's study (2005) described themselves as abnormal particularly during 

the time when they are bothered by the symptoms. These uncomfortable 

situations from distressing symptoms placed them at risk for lower self-esteem 

compared to their peers who are healthy. Some of these adolescents also 

portrayed resilience and strength in the face of adversity. They attempted to 

adjust to the physical , physiological, and social challenges allowing them to cope 

and become hopeful for normalcy in the future. They acknowledged the positive 
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change they derived from their cancer experience. They indicated a feeling of 

maturity and have developed a sense of sensitivity and care for others 

(Woodgate, 2005 ; Wallace et al., 2007) . 

The holistic approach to comfort care involves a person 's interaction with 

his or her environment. Environmental comfort as defined in comfort theory is the 

externa l surrounding , conditions, and influences affecting the comfort experience 

of a person (Kolcaba, 2003). The feelings of isolation and imprisonment have 

been the descriptors used by the adolescents being treated for cancer (Ruland , 

Hamilton , and Schjodt-Osmo, 2009). These adolescents are mostly confined 

either at home or in the hospital bed during cancer treatment. The importance 

given to the environment where they are confined every day has gained special 

attention lately as an important aspect to their care. Their needs as adolescents 

are different from the children and adults. The complexity of the challenges they 

face developmentally as adolescents with cancer placed them in a special 

position to have services appropriate to their needs. They are no longer children 

but not quite adults. Unfortunately, studies pertaining to adolescents with cancer 

are limited , and only a scant number dealt with the importance of an appropriate 

healing environment for the adolescents (Kelly, Pearce, and Mulhall, 2004; 

Rollins , 2009) . 

Some attention has been focused on whether a general cancer unit with 

staff ski lled in general cancer care is acceptable and effective in addressing 

adolescent special developmental needs. One study done in the United Kingdom 
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of an adolescent cancer unit indicated that a caring place specific to their age 

group provided an environment where there is understanding of the adolescents' 

specific needs. The adolescents described it as a place where there was 

normalcy: they were allowed to be in private rooms and were given privacy in 

their care; they were permitted to wake-up late; they had open visiting hours, etc. 

The adolescent unit was perceived as relaxing. They also felt the presence of 

shared understanding of how to treat adolescents with cancer and the expertise 

needed to handle the required special adolescent care (Kelly, Pearce, and 

Mulhall , 2004). 

Sociocultural comfort pertains to the person's interpersonal relationships 

and social relationships including finances, education, and support (Kolcaba, 

2003) . The nurses' friendly and compassionate demeanors, the social support of 

families and friends , and the sensitivity to the patient's educational background 

and financial resources are among the many factors that can contribute to the 

social comfort of a person. Sociocultural comfort is an important paradigm for 

adolescents whose developmental stage is marked by peer relationships and 

rel iance on their peers for opinions and decisions. 

Adolescents with cancer experienced a compromised sense of autonomy, 

alienated from their peers, and threatened by the cancer diagnosis. Their 

relationships with their friends are interrupted because of their constant clinic 

appointments and hospital admissions during treatment. They became 

dependent on their parents and the healthcare personnel to care for them. They 
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felt helpless and perceived themselves as prisoners having to depend on others 

to do things physically for them (Woodgate, 2005; Schrijvers and Meijnders, 

2006) . Some adolescents felt special when their friends visited them to cheer 

them up. They recognized that their friends treat them like the same person 

instead of a different and special person like how their parents treat them when 

they are sick. This impacts the way they deal with their disease and at times 

makes it difficult for them to deal with cancer (Woodgate, 2005) . 

Phenomenology 

Phenome ology is both a philosophy and a research methodology. It was 

started as a philosophy in Germany before World War I and since then became 

an important philosophy in the modern era. Husserl further developed 

phenomenology as a philosophy. He was considered the father of 

phenomenology, from Brentano's account of "intentionality." The concept of 

"intentionality" is considered the foundation for deve·loping conscious acts and 

experiential practices. Intentionality implies the relationship of every mental act to 

an object, and every perception has meaning (Dowling, 2007) . The motto of 

phenomenology, "Zu den Sachen" according to van Mannen, means both "to the 

things themselves" and "let's get down to what matters" (van Mannen, 1990). 

Every time a person imagines, remembers, or perceives something, the action is 

considered thinking about something, and it becomes a conscious act (van 

Mannen, 1990). Phenomenology supports the reexamination of a lived 

experience and, through examining the qualities of the experience, allows the 
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researcher to identify the essences essential to the study. These essences are 

the deeper meaning of the phenomenon or the core underlying meaning of the 

experience (Norlyk and Harder, 2010). 

This qualitative research utilized phenomenology as its method of inquiry. 

The study explored the meaning and significance of adolescents' comfort 

experience while they were treated with metastatic or progressive cancer in order 

to fully understand their perspective on comfort. This study considered the 

wholeness of each person and valued the adolescent's experience. The 

investigation wa about the human experience of the adolescents. The 

phenomenological method is grounded in the belief that the truth can be found in 

the lived experience of a person (Le Vasseur, 2003). Therefore phenomenology 

is suited to studies that explore the holistic question of meaning from 

experiences. The phenomena that are not well understood and are central to the 

lived experience of a person are appropriate for phe·nomenological research (Le 

Vasseur, 2003). 

In this study, it was essential to uncover the pure description of the 

adolescent's experience. This was achieved by employing descriptive 

phenomenology. The subjective experiences that were shared in the study were 

descriptions of situations as experienced by the adolescents themselves. 

Husserl 's descriptive phenomenology employs the bracketing technique to 

achieve pure description of lived experiences. Bracketing is the suspension of 
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prior knowledge such that fresh impressions can be formed of the phenomena 

(Giorgi , 2000). 

Comfort of Adolescents with Cancer 

The concept of comfort is very complex, and comfort in adolescents with 

metastatic or progressive disease has not been well described in the literature. 

Comfort can mean the possession of an object, the feeling after eating a favorite 

food , or the feeling when pain or distressing symptoms are relieved. However, 

can we assume that when pain is reduced or distressing symptoms relieved, the 

adolescent is comfortable? Publications from nursing literature and other 

disciplines were searched to evaluate available literature on comfort as described 

by the adolescents with metastatic cancer or progressive disease. The literature 

is nil when a search was made on the word "comfort" or" self-reported comfort in 

adolescents with metastatic cancer" per se, only one article on self-report of 

comfort in pediatric patients with cancer was found (Cantrell and Matula, 2009) . 

However, a search on "adolescent comfort" based on "pain and symptoms of 

cancer" produced many results. The perspectives of parents or caregivers and 

health care staff populated most of the publications. Only recently, publications 

have started to emerge on pain and symptoms of adolescents diagnosed with 

metastatic cancer or progressive disease as described by adolescents 

themselves. This literature review focused on pain and distressing physical, 

psycho-spiritual , environmental, and sociocultural symptoms experienced by 
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adolescents with metastatic cancer or progressive disease voiced by their 

caregivers, healthcare providers, and the patients themselves. 

Comfort According to the Adolescents 

An expansive review of the literature was conducted to evaluate available 

publication on the comfort experiences of adolescents from their own accounts 

and from the perspectives of their parents, families, caregivers, and healthcare 

staff. The literature was nil utilizing the phrase" self-reported comfort of 

adolescents with metastatic cancer." Thus, the search was broadened to 

incorporate the concepts of comfort used in this study: physical, sociocultural, 

psycho-spiritual, and the environmental dimensions of the adolescent's comfort 

experience. 

Adolescents were reported to have moderate to severe pain experienced 

during procedures and treatment despite advances in pain management. It is the 

most frequent, intense, and distressing symptom reported by them particularly 

during active treatment (Ameringer, 2010). Therapeutic procedures such as 

lumbar puncture, bone marrow biopsy and aspiration, peripheral and central line 

placement, intravenous administrations of drugs, surgery, and radiation were 

among the common procedures described as painful (Zernikow et al., 2006; 

Walker et al., 2010). Pain during procedures was associated by fear and anxiety. 

Dufresne et al. (201 0) reported adolescents had their highest fear in the 

procedure room right before sedation was given. These adolescents scored their 

highe.st pain during the procedure even when under moderate sedation. They 
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also have obvious reasons for pain from the progressive increase in tumor size 

or metastasis of the disease (Zernikow et al. , 2006). Most of them described their 

pain interfering with their physical, social function, emotional, and cognitive well

being summarily termed as health related quality of life (Punyko et al. , 2007; 

Heckler et al. , 2009; Ameringer, 2010). Their painful experience was fluctuating 

in intensity creating a rollercoaster of discomfort and pain relief. This 

breakthrough pain was common in adolescents who experienced prolonged and 

uncontrol led pain causing distress and negative effects on their mood 

(Friedrichsdorf et al. , 2007). Pain management outcome can be influenced by 

many factors including the adolescent's ability to report his or her painful 

experience. A study done by Ameringer (2010) reported pain-related barriers 

described by adolescents. Concern about restrictions with their social activities 

was the most reported reason an adolescent did not report pain to a caregiver or 

health care provider. Other barriers were fear of undesirable diagnostic tests , 

concern about the ability to monitor the symptoms, concern about drug tolerance 

and addiction . Their study indicated that pain-barriers are the determinant of poor 

pain management. It prohibited them from reporting their pain or using the 

prescribed pain medication. Heckler et al. (2009) reported an interesting 

difference between the intensity of pain reported by adolescents. The girls in this 

study reported higher pain severity compared to boys with similar diagnosis, 

physical status, duration of diagnosis, and causes of pain. Diagnoses of the 

adolescents that were studied were varied such as leuke~ia, Hodgkin's 
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lymphoma, CNS tumor, osteosarcoma, neuroblastoma, and soft tissue sarcoma. 

Adolescents and parents can have divergence in their recall of the adolescent's 

pain experience. In the same study of Heckler et al., parents reported higher pain 

intensity in boys than girls while the girls reported higher pain intensity in their 

recall of the past 28 days pain experience. This discrepancy can mean significant 

difference in the treatment approach to pain particularly if parents are the primary 

source of information sought by health care providers throughout the duration of 

treatment. From this study it can be assumed that adolescents can potentially be 

mismanaged if health care providers use the parents as their sole source of 

information . This will also jeopardize the adolescents' developing autonomy due 

to their decreased sense of control over their treatment decisions (Ameringer, 

2010) . Parents also tend to score pain and fear of their adolescents during 

procedures higher when their own fear is high (Dufresne et al., 2010) . Treatment 

for cancer can be lengthy and adolescents may never ·get used to their 

experience of cancer related symptoms, which could influence the entire 

treatment. Therefore assessments of their pain and symptoms are needed from 

different perspectives in order to provide adequate pain control (Dufresne et al., 

2010). Some studies reported success with the use of sub-anesthetic doses of 

Ketamine in adolescents with progressive cancer disease who were tolerant to 

high doses of opioids (Finkel, Pestieau, and Quezada, 2007). 

Cancer treatment can also have a significant impact on the appearance of 

a "body conscious" adolescent (Hedstrom, Skolin, and von Essen, 2004). Their 
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greatest stress during their illness is the disruption of body image particularly 

visible alopecia. Wallace (Wallace, Harcourt, Rumsey, & Foot, 2007) reported 

that hair loss has caused the adolescents most anxiety. They described losing 

their hair as the worst part of their treatment. Their attempt to be creative in 

concealing their hair loss made them feel more awkward because of the special 

attention received from their family and other people as well as the public 

scrutiny from appearing different. Other physical changes reported were scarring, 

rapid weight gain , bloating, stretch marks, and bodily deformities. These physical 

changes have impacted their behavior restricting their social activity due to 

altered self-esteem, skewed perceptions, and expectations from others (Wallace 

et al. , 2007). A study done by Hedstrom (Hedstrom, Haglund, Skolin, and von 

Essen , 2003) reported the change in appearance of adolescents as the most 

frequently mentioned physical discomfort causing emotional distress. Most of the 

adolescents in this study also described their worries before a medical procedure 

and because of alienation from peers. 

Fatigue is another distressing symptom described by adolescents 

undergoing aggressive, intense, and lengthy cancer therapy (Gibson et al., 2005; 

Wu et al., 2009; Walker et al. , 2010). In adolescents, fatigue is seen as~ 

complex state of exhaustion , both physical and mental. Fatigue resulted in 

symptoms such as being distan~ from friends, anger, isolation , and confinement 

(Ruland , Hamilton , and Schjodt-Osmo, 2009) . The Chinese children and 

adolescents in the study by Wu et al. in 2009 claimed fatigue felt from cancer is 
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different from fatigue experienced when someone is not sick and simply tired. 

They claimed fatigue in cancer does not go away while non-sick fatigue can 

easily be comforted after resting. Fatigue also affected their cognitive function. 

They had difficulty remembering past memories. Their social life and school 

performance were affected by fatigue. It is felt in concurrence with other 

symptoms increasing their feeling of distress and suffering. The Chinese 

description of fatigue is similar to the adolescents in Western society. In addition 

to physical fatigue, patients in the Western society described mental fatigue as 

difficulty to concentrate affecting their ability to cope with the enormity of the 

diagnosis, loss of normal routine, change in family relationships, effects on social 

life, and dependency (Gibson et el., 2005). Adolescents described cancer fatigue 

as significantly high in intensity after chemotherapy (Walker et al., 2010). 

Adolescents with cancer face many challenges that can potentially affect 

thei r emotional, social, spiritual well-being (Hedstrom et al., 2004). They are sad 

about their diagnosis and anxious of the different procedures and treatment 

modalities lined-up by healthcare providers, they worry about death and the 

uncertain future, they are anxious about school and their performance, they lose 

self-control, and they feel isolated and confined. These are some of the . 

psychosocial impact voiced by adolescents afflicted with cancer (Woodgate, 

2005; Li , Chung and Chiu, 201 0; Gibson et al., 201 0; Wu et al., 2010). An altered 

self-image from physical changes may develop in those who have adjustment 

difficulty (Woodgate, 2005). While they try to be independent, they become 
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dependent upon others because of their disease. They feel like a "prisoner" and 

an invalid person" when they become fatigued from the treatment and confined 

to their room. They look horrified at their distorted body (Woodgate, 2005; 

Juvakka and Kylma, 2009), and the adolescents in the study by Woodgate 

described themselves as "aliens ." However, despite feeling different, many 

adolescents would like to be treated as normal people (Woodgate, 2005). Some 

adolescents cope positively by relying on their spiritual conviction and being 

hopeful (Hendricks-Ferguson, 2006; Jukkava and Kylma, 2009) reinforcing 

positive changes and recalibrating their response to the cancer experience while 

others feel betrayed . They have difficulty growing maturely during their cancer 

experience. The adolescents in one study emphasized the necessity of a 

developmentally appropriate environment. Adolescents who were admitted to a 

specia lized adolescent cancer care unit described a feeling of normalcy (Kelly et 

al. , 2004) . A feeling of shared responsibility to help one another and a common 

bond that they are of similar age afflicted with the similar diagnosis made these 

adolescents feel normal again. There was emphasis on maintaining a normal 

family and patient routine that are typical of adolescents such as allowing them to 

sleep late at night and wake up late the following day and allowing flexible daily 

activities like the timing of medications, tests, and procedures. Adolescents 

valued the expertise of the staff that was pivotal in creating a beneficial and 

supportive environment (Kelly et al. , 2004). Their experience in an adolescent 

unit was more therapeutic compared to adolescents admitted in a general ward 
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who felt confined to their environment (Hedstrom et al., 2004). Those 

adolescents who are newly diagnosed with the disease feel uncertain about their 

diagnosis, their treatment outcome, and the effects of the treatment on their 

growing body and self. The uncertainty of their future led to the development of 

post-traumatic stress syndrome in some adolescents according to a study done 

by Decker (Decker, Haase, and Bell , 2007). The Chinese adolescents reported 

the stigma they experienced from people looking at their altered body and the 

fee ling of being "obliged and repressed" by family, as contributors to their mental 

fatigue (Wu et al. , 2010) . Adolescents who participated in the study by Gibson 

(Gibson et al. , 2010) commented on the rarely addressed topic of environmental 

care . They voiced several age appropriate diversion techniques as helpful in 

distracting from pain and distressing experience such as being admitted with 

cohorts of patients of similar age, being cared for by people who know 

adolescent care, eating familiar food , having a space where they can prepare the 

food themselves, changing their room environment, having age appropriate toys, 

etc. Some adolescents in the study by Corey (Corey, Haase, Azzouz, and 

Monahan , 2008) reported a sense of security when they perceived support from 

healthcare staff. This support made them sleep better. They also valued th~ 

chance of being able to make decisions for treatments, procedures, and activities 

like even the simplest choice of whether they would like to play or not. They 

likewise prefer to take the lead in the discussions with the staff while having their 

parents serve as support for them . They equally value open communication 
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about their diagnosis, prognosis, and treatment. The pervasive painful 

experiences, fatigue, and other distressing symptoms negatively impact their 

daily functioning , participation in social activities, maintaining social relationships, 

and quality of life. These physical and psychological symptoms were also 

reported to have a negative impact on their sleep quality and hygiene compared 

to healthy adolescents. Sleep is important in the developing adolescent for brain 

maturation and for immune defense against tumor cells (Walker, Johnson, 

Miakowski , and Gedaly-Duff, 2010). 

Hope plays a significant part in the daily life of an adolescent with cancer, 

especially during challenging situations. Hopefulness to an adolescent is an 

interna l effort to survive and accept loss and a comforting belief that there is 

future for them (Hinds, 2000). They recognize that conquering the odds of cancer 

is a feat that they have to do themselves. They find hope as their source of 

power. The negative effect of cancer threatens their hope to feel better about 

themselves . There are behaviors, however, that adolescents reported to 

contribute to maintaining hope such as a positive attitude towards life, belief in 

God, dreams, humor, positive information and perception, stable daily life, 

support from family and friends, respect for the expression of their decisio.n, and 

individuality (Juvakka and Kylma, 2009). Adolescents also find hope and 

optimism as the drivers for attaining decreased pain, high psychological 

functioning , and increased ability to openly communicate with staff (Mannix, 

Feldman , and Moody, 2009). It is influential in moderating an adolescent's life 
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stressors and the turning point in which they provide meaning for their lives as 

they undergo many challenges in their growth and development. A strong 

spiritual well-being is a resource that adolescents use to maintain hopefulness. 

Hendricks-Ferguson (2006) reported an interesting study explicating the different 

levels of spiritual well-being per gender and various adolescent developmental 

phases. The spiritual well-being described by Hendricks-Ferguson (2006) was 

composed of two dimensions: religious well-being described as one's relationship 

with God and existential well-being described as one's perception of life's 

meaning and satisfaction with life. Middle adolescents had greater religious well

being than late adolescents, boys in the middle adolescent phase were more 

hopeful than early adolescents, and girls in general were more hopeful than 

boys. The middle adolescents may have used their religious beliefs more to cope 

with their illness and answer difficult questions related to their illness. Girls had 

greater hope than boys probably because they tended to utilize family support 

more than boys (Hendricks-Ferguson, 2006). Adolescents developed a personal 

competence to adapt to their diagnosis and the effects of treatment and 

symptoms and the ability to take charge of their problem; they also identified the 

caring behavior of nurses influenced their ability to be hopeful (Hinds, 2000; 

Cantrell and Matula, 2009). 

Effects of Adolescent Cancer on Survivors 

There are several advances in cancer therapy in recent years increasing 

the survival rates of adolescents with cancer. The average annual age-adjusted 
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cancer incidence among 15 to 19 years old increased from 183 million in 1975-

1979 to slightly over 203.8 per million in 1990-1995 (NCI Seer Pediatric 

Monograph). There is a smaller increase in incidence for non-Hodgkin's 

lymphoma (NHL), osteosarcoma, and acute lymphoblastic leukemia (ALL). The 

rise in the incidence of tumors of the germ cell, trophoblastic, and gonadal 

tumors accounted for the increase in incidence. The overall survival rates 

improved from 69% (1975-1984) to 77% (1985-1994). Some cancers such as 

Hodgkin 's disease, germ cell tumors, thyroid cancer, and melanoma have 90% 5-

years survival rates. (NCI See Pediatric Monograph). 

With the advances in cancer therapy, the prognosis of cancer has evolved 

from a fatal illness to a chronic disease. The increasing number of survivors has 

challenged the pediatric oncology community to shift the focus of research on the 

long-term effects of cancer care and treatment on the health-related quality of life 

of the survivors. The late effect of cancer on the developing adolescents can be 

daunting. It can limit their participation in the typical adolescent environment of 

school, peer group activities, or occupation, which their family and society expect 

them to maintain. Some studies of adolescent cancer survivors identified the 

distressing late effects of cancer as physical pain or numbness, cognitive deficits, 

fatigue or activity intolerance, and psychosocial issues of depression and anger 

(Punyko et al., 2007; _Berg, Neufeld, Harvey, Downes, and Hayashi, 2008). Their 

participation in vigorous activities such as swimming or team sports, daily 

household chores, or community socials have been diminished due to physical 
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discomfort, lack of interest, or lack of family expectations. These survivors are 

also challenged in their school performance because of cognitive deficits 

reported as short-term memory, impaired computing skills, and shortened 

attention spans (Punyko et al. , 2007; Schultz et al, 2007; Berg et al. 2008; 

Servitzoglou , Papadatou , Tsiantis, and Vasilatou-Kosmidis , 2009). This lack of 

participation could result in unintentional isolation. It has been reported that their 

social engagement is a protective factor against depression or anxiety 

(Servitzoglou et al., 2009). The Greek study by Servitzoglou et al. on adolescent 

survivors reported positive outlook on life and a general satisfaction with their 

quality of life though survivors admitted problems with their physical and 

psychosocial being. This population of survivors also felt less healthy because of 

fatigue , increased susceptibility to infection , and the physical effects of cancer 

but resilient as they face difficulties in life. The female participants in this study 

have higher sexual problems than males. This is probably due to the physical 

side effects of the disease (Servitzoglou et al. , 2009) . It is worthy to note that 

most of the participants in this Greek study had mild to moderate disease 

severity and possibly experienced milder disease effects than other studies. 

Among other deficien'cies described in the study of Punyko et al. (2006) by the 

survivors of adolescent cancer were lower likelihood of graduating from high 

school compared to their siblings, inability to work due to health or increased 

absences at work and deceased chance of getting married. A comparative study ' . 

done by Schultz et al. (2007) reported survivors to have more behavioral and 
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social difficulties compared to their siblings. Disfigurements have been described 

as an effect of intense cancer treatment or from the severity of the disease itself. 

They found that survivors with disfigurement had increased behavioral problems. 

They struggle with the late effects of cancer affecting their developmental growth 

and future transition into adult roles. The data from Decker, Haase, and Bell's 

study (2007) on adolescent and young adult survivors reported the participants 

had significantly high uncertainty on future pain, unpredictability of illness 

recurrence , as well as concerns for autonomy and independence. They also 

reported uncertainty about the meaning of communications received from their 

physicians. This could be a result of confusing or conflicting information from staff 

during treatment. It could also be a result of parents managing the information, 

limiting the type and amount of information to protect the adolescent. These 

fi nd ings suggest the importance of communication from health care providers as 

a means of support for cancer survivors. 

A study done in Sweden evaluated the late effects of cancer among 

patients diagnosed during their adolescent period. The patients who were young 

adults during the study reported a number of positive as ·well as negative 

experiences as survivors. Physical difficulties, unpleasant thoughts of their 

disease and treatment, difficulties at scho_ol , and alienation from friends were 

among the negative experiences identified. However, they. also reported a 

positive outlook in life, increased self-esteem, and better relations with friends 

and family as an important value that they have gained from their disease 
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(Mattsson , Ringner, Ljungman, and von Essen, 2007). The adult survivors of 

adolescent cancer also have outcomes similar to the adolescent survivors. A 

German study (Dieluweit et al., 2010) found significant deficiency in 

psychosexual development particularly those who received radiation or a 

combination therapy of surgery and radiation. They have lower incidence of 

marriage compared to the control group. If they are married, their chance of 

having children was low due to infertility, or children were born at a later age. 

This study also found more males living with their parents compared to females 

(Dieluweit et al. , 2010). 

It is clear from the studies of adolescent and young adult cancer survivor~ 

that they experience distressing effects. However they have resources to get 

them through the challenge. Decker (2007) found that adolescents identified their 

parents , particularly mothers, as a major support. They traded their privacy with 

increased time spent with their family. Support from friends, particularly those 

with cancer, was also valued as important. Their involvement with peer activities 

gave them a sense of identity and autonomy. They prefer to obtain cancer 

related information from their peers with cancer. They specified that the support 

received from their peers unfortunately dwindled down through time. These 

survivors reported a decrease in health-related quality of life due to somatic late 

effects limiting their physical performance, depression, anxiety, and post

traumatic stress disorders (Seitz et al., 2011 ). 
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Adolescent Comfort According to Parents and Staff 

Parents' rating of adolescent symptoms during cancer treatment was 

sought by researchers to fully understand adolescent needs. Studies reported 

parents observed their own adolescent had significant distress from pain, mood 

swings, dyspnea, poor appetite, and fatigue (Wolfe et al., 2000; Hedstrom, 

Haglund, Skolin , and von Essen, 2003; Williams, Schmideskamp, Ridder, and 

Williams, 2006; Dupuis et al., 2010). Their claims were in agreement with the 

adolescents' claims of their most distressing symptoms. Adolescents who were 

missing activities with peers and friends were also reported to have distressing 

effects on the adolescents in the eyes of the parents. Parents particularly 

mentioned emotional support as an important aspect of care to the adolescent in 

a study of Swedish patients and parents (Hedstrom et al., 2003; Dupuis et al., 

2010). 

Parents of adolescents who died of malignancies indicated that in a 

majority of cases treatment of pain was inadequate when the disease was 

progressive and or at terminal stage. Refractory pain was the most problematic 

symptom and a common reason for hospital admissions am·ong adolescents with 

cancer often needing prolonged hospitalizations (Wolfe et al., 2000; Poder, 

Ljungman, and von Essen, 2010). Consequently many die in the hospital instead 

of at home while several attempts were made to adequately control their pain 

(Wolfe et al., 2000; Kreicbergs et al., 2004 ). Several of the adolescents were 

admitted to the ICU prior to their death for symptom control. Parents however 
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attempted to supplement the medical and nursing interventions to facilitate the 

relief of symptoms. They altered their adolescent's nutrition, life style, as well as 

provide diversionary activities through play, video games, relaxation techniques, 

and prayer (Williams et al., 2006). Unfortunately, distressing symptoms causes 

post-traumatic stress symptoms in these parents who reported symptom burden 

(Poder et al. , 2010). Wolfe et al. (2000) found in their study that caregivers 

indicated most of the adolescents (89%) suffered from at least one symptom 

while 51 % suffered multiple symptoms. Pain and dyspnea, according to the 

caregivers, were commonly identified and treated. Unfortunately, relief from the 

distressing symptom was felt by only 30% of the patients. Although majority of 

these adolescents were admitted to the hospital for efficient management, most 

of their symptoms were not successfully controlled. This study revealed an 

unfortunate outcome in the care of adolescents and children with cancer. 

Quality of life measures were among other symptoms evaluated by 

caregivers in several studies of adolescents with cancer. Parents' description of 

poor quality of life included their adolescent having less fun, feeling sad, being 

afraid , not feeling calm or peaceful, and feeling lonely. They also indicated that 

medical staff, particularly physicians, missed the evaluation and treatment of their 

adolescents having poor appetite, fatigue, diarrhea, or constipation (Wolfe et al., 

2000). These are symptoms that would require inquiry by the medical staff from 

the adolescent patient, family, or bedside staff .about the current condition of the 

patient. It can be assumed from this observation that some healthcare providers 
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are deficient i_n their communication with patients and families. The deficiency in 

the identification of these distressing symptoms by caregivers could be a 

significant factor contributing to the under-treatment and suffering experienced by 

the adolescents. Lack of education in the management of distressing complex 

symptoms was also another potential reason for inadequate treatment (Harper et 

al. , 2007). 

A discrepancy in opinion of parents and adolescents has been reported 

(Heckler et al., 2008; Grinyer, 2009). Pain intensity assessment in adolescent 

differs between parents and patients; girls' pains were rated lower by their 

parents than boys (Heckler et al., 2008). The care in an adolescent specialty 

ward or pediatric ward was important for the adolescents because the staff and 

resources were appropriate to their needs whereas location of treatment was of 

lesser preference to the parents. Some parents keep the prognosis of their 

adolescents to themselves, afraid the adolescents will forego treatment that has 

increased chance of survival. They also found in their study that parents find it 

difficult to allow adolescent independence, particularly risky behaviors. Children 

and adolescents on the other hand perceived this as overprotective. While 

adolescents are conscious of the change in their appearance, parents consider 

treatment and survival as important placing appearance and looks at lesser 

priority to their care. Parents likewise consider the quality· of treatment as the 

priority and not the quality of experience (Grinyer, 2009). Other studies reported 

the quality of adolescent experience during treatment as equally important to the 
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quality of their treatment. Kelly, Pearce, and Mulhall (2004) reported parents 

were in agreement with the adolescents in identifying the specialty cancer 

adolescent unit as an important factor in the provision of quality care. They have 

specialized resources appropriate to the needs of the adolescents as well as 

skilled staff. While parents were overwhelmed with fear on the first visit to the 

hospital, they also felt comforted that the care of their adolescent was in the 

hands of skillful individuals. The parents felt a feeling of mutual support when 

care was done in a positive environment. This data suggest that a culture of a 

caring environment has a powerful influence on the treatment outcome of 

adolescents. 

Jones (2006) explored the opinions of social workers regarding distressing 

symptoms observed and gathered from parents and adolescents. Parents and 

adolescents were noted to identify pain control and symptom management as 

important in their care. Adolescents likewise indicated on the need for control 

over their treatment, open communication about their disease, and a choice 

about where to die as well. They voiced to the staff the need to communicate 

with friends , participate with age-appropriate activities, engage in creative 

expression, have constant communication and consistent care from caregivers, 

practice self-relaxation skills, and have school intervention. Their positive 

relationship with health care staff as well as the staff's caring attitude was 

described as a source of strength to cope with _the challenges of the disease. 

They described the important care received from staff as friendly, supportive, and 
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competent in providing them with age-appropriate information (Hedstrom et al., 

2004). Adolescent coping, however important, was misevaluated by healthcare 

providers according to the study by Engvall, Skolin, Mattson, Hedstrom, and von 

Essen (2011 ). There was no agreement in the assessment of nurses and 

physicians relative to presence or absence of adolescent coping. Nurses tend to 

overestimate the extent which adolescents use coping strategies and failed to 

identify how much a certain strategy was used for distressing symptoms. 

Physicians however are more successful in identifying how adolescents cope 

with their distress. Differences in evaluation could be attributed to the fact that 

physician interview with the adolescents occur most often longer in time and in 

private giving them an advantage in information gathering. Nurse-patient 

encounter were mostly done in the presence of family members and other staff 

and are brief or intermittent abbreviating the nurse's ability to gather 

comprehensive information and personalized care (Engvall et al., 2011 ). 

Summary 

It was apparent in the review of the literature that adolescents diagnosed with 

metastatic or progressive diseases were mostly suffering from the distressing 

symptoms of the disease or from the effects of cancer treatment. They were also 

in double jeopardy having to deal with the changes that are intrinsically normal in 

developing adolescents as well as having to face the challenges of their 

diagnosis and the treatment. Some of the studies reported adolescents gained 

their hopefulness from their internal beliefs and motivation as well as from God 
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and the social support from people that surround them with positive energy. It 

appeared from the studies that those with significant distress and disability have 

the worst quality of life as survivors of cancer which even affected their ability to 

be economically stable as they grow to become adults post cancer therapy. 

The provision of comfort care while they struggled through the facets of 

cancer therapy may help them achieve a well-adjusted life during and after 

cancer treatment. Exploring the meaning and significance of their comfort 

experience can be the starting point to creating a comfort care guideline. 
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CHAPTER Ill 

DATA COLLECTION AND TREATMENT 

Population and Sample 

This study used purposive sampling to recruit adolescents and young 

adults who were 15 to 21 years of age diagnosed with metastatic cancer or 

progressive disease, were undergoing treatment at a children's hospital of a 

large tertiary cancer institution, speak and understand English, and residing 

temporarily or permanently in the greater Metropolitan Houston area. 

Adolescents and young adults with cognitive impairment, developmental delay, 

or emotional distress that would limit their participation in the semi-structured 

interview as determined by the clinical judgment of the investigator and patient's 

attending physician were excluded from the study. The study was approved to 

enroll a total sample of up to 25 patients. However, the accrual ended at 13 

patients when the saturation of the data was reached. 

Setting 

The study was conducted in a children's cancer hospital of a large tertiary 

cancer institution that specializes in the treatment of cancer. Children who are 

one month old up to 21 years old are treated in the pediatric division of the 

institution . Most of the pediatric patients referred to this institution have 

metastatic or progressive disease. Referrals to" this institution are received not 
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only from the United States but also from around the globe. This institution is the 

forerunner in cancer treatment in the world. 

Recruitment 

The study was implemented once approval was received from the 

Institutional Review Board of the MD Anderson Cancer Center where the study 

was conducted and the Texas Woman's University where the researcher is a 

doctoral student of Philosophy in Nursing. A letter requesting assistance with 

recruitment was sent to the Mid-level Practitioners and Physicians of the division 

of pediatrics . Their help was solicited to communicate to the study investigator 

any qualified patients diagnosed with metastatic or progressive disease under 

their care . Purposive sampling was used to recruit patients. Adolescents who 

have metastatic or progressive cancer and were undergoing treatment at the 

children 's cancer hospital were recruited to participate in the study. Study sample 

was drawn from a population of adolescents with solid tumors, central nervous 

system malignancies, and hematologic malignancies. Unfortunately, adolescents 

with central nervous system (CNS) malignancies were not eligible to the study 

because of their cognitive impairment. The research team, however, 

acknowledged the d.ifficulty in recruiting adolescents with CNS malignancies due 

to the cognitive deficiency intrinsically fo.und in patients with CNS tumors. The 

demographic characteristics of the participants were diverse in age, gender, 

ethnicity, and disease conditions. The hospital's pat_ient information database 

together with the Pediatric Supportive Care consultation log was used to identify 
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participants for the study. Each patient's diagnosis of metastatic or progressive 

disease was confirmed from the oncologist's clinical notes. The primary 

investigator sought the permission of the primary oncologist to recruit the patients 

who were qualified for the study. 

Participants were recruited in personal visits while they had an 

appointment in the clinic or admitted to the hospital. The I RB approved 

recruitment packet was personally given to eligible participants together with the 

invitation letter to participate in the study. The pre-coded recruitment packet did 

not contain any identifying information about each participant other than the 

participant's code number. The content of the recruitment packet included an 

invitation letter, a written informed consent and pediatric assent, and a reply card 

with self-addressed envelope. The primary investigator made a follow-up phone 

call to the potential participants if they did not provide consent during the initial 

personal invitation . The interview schedule of those parents and adolescents who 

signed the consent and assent was determined according to the availability of the 

patient. The interview was usually scheduled during the first subsequent 

opportunity the patient visited the clinic or was admitted to the hospital. The 

interviews of those patients who were admitted because of acute illness were 

conducted in collaboration with the unit staff. The investigator in consultation with 

the physician and the staff caring for the patient on the day of the interview 

evaluated if the patient could be appropriately interviewed or if the interview 

should be postponed based on the patient's condition. A confirmation phone call 
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was placed a day prior to the scheduled interview for the outpatient participants 

and a personal visit was made to confirm interview schedule of inpatient 

participants. The respondents received parking validation on the day of the 

interview and a token in the form of an iTunes gift card or Barnes & Noble gift 

card were given to the patients who participated in the study. All of the 

participants received the tokens. Some participants did not receive validation for 

parking because they paid a monthly contract. Other patients did not park during 

the scheduled interview because their family drove them to the hospital for their 

clinic appointments. All of them had their interview conducted during their 

scheduled clinic appointment or while they were admitted to the hospital. No one 

made a special trip for the study interview. The investigator also utilized other 

modes of recruiting participants to the study such as web advertisement through 

Facebook. The Pediatric Communications Specialist reviewed and approved the 

content of the advertisement and also published the advertisement on 

institution's pediatric Facebook page. Only adolescents treated by the institution 

have access to the institution's pediatric Facebook page. The administrator of the 

Facebook page did not observe sensitive and private postings from children. 

Instruments 

A demographic questionnaire and a semi-structured interview guide 

designed by the study investigator and her research team was used. The 

demographic questionnaire identified the basic. demographics of the participants, 
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the type of treatment for their cancer diagnosis, and the treatment they received 

for the control of their distressing symptoms. 

Data Collection 

Before initiating the interview, the primary investigator bracketed her own 

views by examining her own bias and presupposition about the comfort 

experience of adolescents with cancer. The bracketing technique was used from 

the beginning of the research process until the end of the analysis. The primary 

investigator accomplished bracketing in several ways. First, writing what was 

known of the topic brought issues into consciousness during the entire research 

process. These conceptions were revisited throughout the research study to 

ensure that the researcher's ideas, values, and culture did not override those of 

the participants. Second, the investigator discussed her bias with her TWU 

research mentor. Third, the investigator kept a reflective journal to document her 

thoughts, feelings, and perceptions throughout the research and examined her 

positions on emerging themes. Fourth, the investigator developed an audit trail to 

ensure trustworthiness of the study. 

The interviewer established rapport with the patients and their parents to 

promote cooperation during the study. Rapport was developed by being 

respectful to the patients and their families and by providing honest answers to 

their questions. Each patient's response was respected and valued as a 

contribution to the body of knowledge about the comfort of adolescents with 

metastatic or progressive cancer. 
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The interview was conducted in a private location of the study site 

mutually agreed by the patient, parent(s), and interviewer. The interview was 

conducted within 45 to 60 minutes. Some interviews were done inside the 

patient's room for those who were admitted to the hospital while other interviews 

were done in a private room in the pediatric clinic or radiation oncology clinic. 

The adolescents completed a one-page demographic questionnaire prior to the 

interview. The interview was audio-recorded with only the patient and the primary 

investigator inside the room to ensure privacy. Open-ended questions were used 

in order to explore the depth and breadth of the responses. The audio recording 

did not contain identification information of the patient but only participant's code 

numbers. The audio recording of the interview was copied to a password 

protected CD file. It was hand delivered by the primary investigator or her 

designee to a professional transcriptionist without the patient's identification 

information . The professional transcriptionist forwarded the written transcriptions 

back to the primary investigator via the password protected electronic mail 

system of the researcher's institution. The copy of the audio recording was 

returned to the primary investigator by the professional transcriptioni~t after the 

written transcription was completed and checked for accuracy. 

Treatment of the Data 

The data were stored, organized, and managed using Microsoft Excel. 

The investigator and her research committee analyzed the data ·using Van 

Mannen 's method . Themes were extracted from the participants' description of 
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their comfort experience through three approaches: 1) holistic, 2) selective, and 

3) detailed approach. The individual transcription was read several times initially 

to find the significance of the text as a whole. Statements or phrases that 

appeared essential to the experience under study were isolated in the process of 

selective approach. Finally, a detailed approach was made to scrutinize every 

sentence and isolate relevant sentences or statements to the experience being 

studied . These statements were then grouped into themes. Once the themes 

were identified, they became the object of reflection and analysis. The tentative 

understanding of the patient's description of their experience was condensed into 

a written summary. The process continued until the field notes and written 

transcripts of audio recording of those patients interviewed were transformed into 

a narrative description. 

The primary investigator initially performed the data analysis. She worked 

closely with her research collaborators to validate the data analysis. Common 

themes and categories of themes were created collaboratively with the research 

team to arrive at a full description of the adolescent's experience. The 

demographic data was analyzed using descriptive statistics, a simpl~ summary 

using mean average and percentage. 

Patient Safety 

The study protocol had a contingency for the patients' safeties. This was 

activated at every interview. The protocol stated that the interview will be stopped 

and assistance will be offered if the patient is in distress. During this situation, the 
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contingency involved consulting the patient's primary physician, nursing team, 

and the pediatric intensivist if the patient is deemed to have respiratory distress 

or physiologic compromise. The study protocol also included consultation of a 

mental health professional to manage each patient's emotional distress. This set

up was arranged prior to the study with all the physicians of the Hematology

Oncology team, Pediatric Intensive Care team, Social Worker, and the 

psychologists of the Behavioral Pediatric Section of the institution. No patient 

required intervention from a physiologic compromise. No participant had 

emotional distress from the interview requiring referral to a child psychologist. 

The patients and the parents were informed that all interview sessions · 

were recorded to capture the essence of the patient's story. Before starting the 

interview, the primary investigator explained to the patient and the parents the 

purpose of the study, the maximum length of the interview according to the study 

· protocol , and the plan for the result of the study. The interview was postponed 

several times for one patient who was emotionally distressed at each interview 

attempts. She was eventually deemed to be emotionally incapable of pursuing 

the interview and was not included in the study. The patient and the parents were 

informed that participation to the study was voluntary and that they could 

withdraw from the study at any time. 

Trustworthiness of the Study 

The following criteria were addressed to ensure the rigor of this study: 

credibility, dependability, confirmability, and transferability of the study. The 
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eligibility criteria were strictly followed in recruiting study participants. The 

participants' demographic data were accurately identified and described. Each 

patient's primary oncologist confirmed the patient's cancer was metastatic or had 

progressed. A rich and thorough description of the participants and the research 

setting had been made in this research report. These processes were done to 

give the assurance that the data were collected from individuals who have 

experienced the phenomenon under study. Multiple data collection techniques 

were used to confirm participants' responses. These variations in data collection 

technique included one-on-one interview with participants, observation of the 

participants during the interview, and use of reflective notes at the end of each 

interview sessions. The data collection and analytical process were described 

clearly and accurately. The written transcriptions were reviewed to ensure 

adolescents' experiences were reported accurately and th_eir comfort experiences 

were conveyed clearly as presented by them during the interview. The 

researcher used the field notes and the list of her biases about the topic to 

objectify the participant's description of his or her experience. The analysis was 

done and validated by a group of trained researchers. This data coll~ction 

method and analysis were made to assure dependability of the research data. An 

accurate and detailed description of the study sample, research se~ing, and 

methodology has been made to help the consumers of the research decide the 

usability of the research data in their own environment. 
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CHAPTER IV 

ANALYSIS OF DATA 

Introduction 

A purposive sample was drawn from adolescents with metastatic or 

progressive cancer to explore the meaning and significance of comfort using 

descriptive phenomenological approach. The primary investigator utilized 

purposive sampling to recruit patients who could provide accurate descriptions of 

the comfort phenomenon that is of interest in the study. These adolescents could 

provide a pure description of their experience of comfort as they journey through 

the treatment of their disease. This chapter describes in detail the recruitment 

process as well the demographics of the study p_articipants. Eligible participants 

were recruited from the children's cancer hospital of a tertiary cancer specialty 

institution . 

The results of the study are reported here according to the categories of 

comfort illustrated in Kolcaba's comfort theory. This chapter culminates with a 

summary of how the adolescent participants expressed the meaning and 

significance of their comfort experiences. 

Description of the Sample 

Adolescents with metastatic or progressive cancer, 15 to 21 years of age 

were recruited to the study using purposive sampling. The primary oncologists 
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who were taking care of these patients had documented in the patients' medical 

records that their disease had metastasized or progressed. The oncologists gave 

permission to the primary investigator to recruit their patients to the study. The 

primary investigator personally recruited eligible patients during their clinic visits 

or while they were recuperating on the pediatric floor. Recruitment by invitation 

letter to prospective participants and through Facebook did not produce a 

response . All but one accepted the invitation to participate in the study. The 

patient who refused to participate was a patient of the primary investigator who 

was admitted to the Pediatric Intensive Care unit for several weeks. His decision 

to decline participation prevailed despite his family's encouragement. One patient 

who gave consent to join the study became emotionally unstable at several 

interview attempts and was thus ineligible to continue participation. 

Thirteen patients-were interviewed to the study. Eight (61.5%) of them 

were in their mid-adolescent period and five (38.5%) were in their late 

adolescence. Most were diagnosed in the early to middle adolescence and two 

were diagnosed in their late adolescence. There was an even gender distribution 

among those interviewed for the study, seven (53.8%) were male an~ six 

(46.2%) were female. There were seven (53.8%) Caucasian patients, four 

(30.7%) Hispanic patients, one Asian patient, and one Arab patient _who 

participated in the study. Most of the patients were diagnosed with solid tumors 

and two (2) had Acute Lymphoblastic Leukemia with central nervous system 

relapse. No one with primary central nervous system disease was eligible to 
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participate in the study due to cognitive impairment from the disease at the time 

of recruitment. Half of the patients that were interviewed received combination 

treatment of chemotherapy and radiation therapy. Most of these patients used 

narcotics to relieve painful symptoms. Several of these adolescents had more 

than three organs involved by the disease. Four of the patients that were 

interviewed have died since the writing of the study. 

The study investigated the number of siblings each patients had and the 

number of people in their household to identify the resources available to them at 

home. There were three who had more than five siblings and two without any 

siblings at all. The majority of them (53.8%) had only 2 or 3 people in the 

household including the patient. Six of them took care of themselves 

independently or with minimal help from a guardian who was alternating his or 

her schedule to assist the adolescent. The demographics of the study are 

presented in Table A. 

All of the adolescents recruited to the study expressed enthusiasm to join 

and requested to begin the interview immediately after signing the consent. 

Generally, their parents were in agreement with them except for two .Parents who 

expressed hesitation to join. The father of our Arab adolescent felt his daughter 

was not capable of answering interview ·questions and required his _guidance. 

The father intimated that he answered most of the questions of the hospital staff 

for his daughter. The daughter protested in disagreement and s'trongly voiced her 

opinion to join the study. The father later agreed with his daughter. A mother of 
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our Caucasian participant who consented participation to the study inquired 

immediately prior to the interview about the questions to be asked to her 

daughter. The primary investigator did not provide details of the interview 

questions however reiterated the purpose of the study was to share her 

daughter's story of her comfort experience from the time she was diagnosed with 

cancer. This mother gave permission to proceed with the interview. She likewise 

assured her daughter that she asked some clarifications "to protect her." The 

participants appeared to relate their stories freely although noticeably nervous, 

they were restless - twisting the handle of the recorder, shaking their legs, or 

switching positions. One middle adolescent patient avoided several questions 

about emotions. 

Findings 

This study explored the meaning and significance of comfort experienced 

by the adolescent patients who were diagnosed with metastatic or progressive 

cancer. To explore their comfort, the study also examined their feelings of 

discomfort. The data was categorized into different types of comfort as explicated 

in the comfort theory of Kolcaba. Significant statements were extracted from 13 

verbatim transcripts. Meanings were formulated from these significant statements 

and eight broad themes emerged. 

Theme 1: Who am I? : Physical Changes 

All of them had intense pains and discomforts making them feel awful and 

incapacitated (limping , pale, not their usual selves) before diagnosis that led 
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them to seek medical help and many diagnostic tests. " I had a big headache ... I 

went to the emergency room ... they found I had obstruction in my colon ... over 

summer my leg would really hurt bad and my pelvis, I thought it was my tail bone, 

for two weeks everything got worse .. . I had MRI and it showed mass ... " There 

were a few that were relieved from pain with the initiation of chemotherapy and 

continued to have decreased pain even during the interview being relieved by 

over the counter analgesia only. Most of them however were medicated with 

narcotics for pain relief. It appeared that pain is a constant symptom they have to 

grapple with every day. " I had to get medicine for pain ... they gave me pain 

medication that did not work ... laid around and rested all day, used pain 

medication ... "Those that had amputation of diseased extremity voiced horrible 

phantom pain after the surgery. "They took the epidural, then the phantom pain 

started , it hurts all the time .. . the medicine does a little bit, .mostly it hurts real bad 

because the phantom pain edged into ... " Several female adolescents stated they 

were afraid of needles saying "it's painful. .. do not count - it makes me nervous, 

just do it. " Nausea is the second most debilitating symptoms that they endured 

with some unrelieved even with different types of medications. A few.of them 

resorted to taking sedatives to drown the symptoms." I would not be able to really 

eat, I throw up ... the first chemo was very, very bad - I throw up mar,y times ... " 

Loss of hair was experienced by sixty-two percent (62%) of these patients who 

claimed they lost their self-esteem especially when they also lost their eyebrows. 

One described the terrible feeling as "I was no longer me, I lost all that made me 
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different from others ... I looked in the mirror and I saw a monster ... insecure, you 

do not like your appearance ... I lost the centimeter of self-esteem that I had left ... 

It was hard going to school with no hair, people look at you ... " Other common 

symptoms identified were: depression, fatigue and weakness, vomiting, loss of 

appetite , weight loss, insomnia, hallucinations, drowsiness, and excessive 

sleeping . Their primary mode of resolution to these debilitating symptoms was 

taking medications. Most of them expressed a change in their mood when these 

symptoms were not resolved. One patient related how he resorted to drugs to 

escape from the physical and emotional pain. He became addicted to heroin 

prompting emergency room admissions to obtain the desired drug. " I was using 

a lot of pain medicine ... I was going to the emergency room a lot just for pain 

killers .. . " Another adolescent attempted suicide and had horrible temper tantrums 

from depression, physical and emotional pain saying "I feel like going to hell." 

One of them had morbid hallucinations and anxiety attacks and often times 

physically hurt her during these attacks. Other symptoms they reported were 

dependent on the areas of metastasis such as shortness of breath in those who 

had pulmonary metastasis, skin changes in those receiving radiation,. headaches 

due to CNS relapse, blurry vision, urgency in urination, anemia, etc. 

These distressing pains and symptoms affected their self-est~em. They 

were worried about what their friends would say about their cancer diagnosis. 

They were worried about their looks; as they appear different from their peers 

because of alopecia, weight loss, bruises, etc. They lost their self-esteem and 
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healthy body image due to hair loss, leg amputation, and weight loss making 

them different from their friends. They reported the comments they heard from 

other people were paralyzing and consequently preventing them from appearing 

in public. They disagree to the special accommodations they received from their 

family and other people. They preferred to be treated as normal as any other 

adolescent. " They treated me differently, don't treat me like a cancer patient 

treat me like a person ... " Some adolescents, however, found improvement in 

their self-esteem as an outcome to their disease with one saying "I was able to 

help other people who are afflicted with the disease that made me feel good 

about myself ... because of my diagnosis, my brother became sober, I would not 

trade that for anything on earth ... I have gained so much more than I lost from 

the shared experience I have with children and adolescents with cancer." 

Theme 2: Why Me? 

The common feelings uncovered at diagnosis were fear, anger, shock, 

and denial. During the interviews, they were emotionally charged either crying or 

teary eyed as they recalled the initial discussion of cancer diagnosis. Most of 

them were confused and overwhelmed and did not understand the discussion 

with one said "it is unreal and upsetting ... I was suffering even without treatment, 

I told them to stop repeating the word 'cancer."' Most acknowledged. they were 

late in seeking medical help until the symptoms were debilitating thinking they 

were too young to be afflicted with a serious illn·ess. Several patients attempted 

to downplay the potential diagnosis of cancer hopeful for a milder ailment such 
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as infection or a fracture. "One day I felt something in my knee, around my femur, 

I finished the cross-country season - it started really hurting. I went to my doctor. 

I first I thought it was an infection or a benign tumor. .. " All of them stated that 

cancer is the worst thing that happened to them. One was different from most 

expressing he was less scared at diagnosis because of his knowledge of cancer 

from school. He was more anxious of his ability to continue playing his favorite 

sport, football. "I was just thinking about football, will I be able to play again?" 

Most of them were angry of the diagnosis and disappointed in the limitations their 

disease brought and treatment side effects which affected their abilities to 

continue participation in sports activities like football, basketball, or cross-country 

running ." The doctors told me I cannot do high impact sports anymore ... it took 

me several months to start bending my knees ... " Several were shocked of the 

diagnosis and did not understand why they were afflicted with cancer when they 

ate healthy foods and were engaged in sports or exercise. "That (diagnosis) was 

shocking , I eat healthy, and I ran year round ... " They devised many ways to deny 

they had cancer in order to cope with the disease. They asserted that the 

diagnosis was emotionally draining. One patient expressed her denial was a 

fa9ade to cope with the distressing experience. They tried blocking the diagnosis 

mentally by diverting their thoughts to pleasant things and memories .. Most 

recalled the fun times they shared with their families and friends. One recalled, 

"the shared laughter with my family and friends, •winning at games or watching 

movies together is a diversion from the real pain and frustrations," and another 
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adolescent said, "I fake happiness and joy like a mask that I put on every day." 

An adolescent colored denial as "out of place, out of mind." One would cover-up 

the reality by placing a pillowcase over his chemotherapy bag and intravenous 

pole. They found the diagnosis of cancer emotionally draining. They had difficulty 

accepting the diagnosis while their peers continue to go to school and live a full 

lives with one saying of these peers "they live their lives without care in the world 

and I have this on my shoulder ... really hard seeing others happy and me not 

happy .. . I went to an emotional roller coaster after the diagnosis." Others looked 

forward to the end of their treatment to reunite with their families and friends. This 

was a comforting thought to some adolescents as well as the goal they hoped to 

achieve. " My mom told me the treatment will be done in a few months and we 

will go back home." Several of them were comforted by the diversion activities 

they had engaged in . Some used drugs to escape from reality. A few made a 

pact with their parents to conquer the disease together. Most of them however 

did not want to seek psychological help from professionals as they felt they could 

hurdle their own emotions. " I don't need the psychologist. .. I'm okay ... I usually 

side track them , not tell them what's going on ... I steer the conversation away, 

not give them the information" 

Theme 3: What Would it be now? : Uncertainty 

All of them felt anxious and scared of their uncertain futures. They 

questioned whether their disease would be cured. They were worried about the 

changes in their lives; one said, "What would happen to me? How about my 
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friends and my family? I have to transfer to another school. .. a different city, 

different environment." 

As their treatment progressed they encountered many side effects to the 

treatments and felt uncertain of their survival. Some of the horrible experiences 

during chemotherapy that were reported were hallucinations and anxiety attacks. 

One had morbid hallucinations after chemotherapy leading to severe anxiety 

attacks and would often times blame herself for her inability to control herself 

during attacks. Her horrifying thoughts and hallucinations went on for days 

making her incapacitated. This troubling experience morphed into anxiety attacks 

that she endured intermittently for months" My mind goes to worst possible 

things. I thought if I would not do this (chemotherapy) I will die ... The scary part 

was the chemo - I was lifeless. I had vivid hallucinations, they terrified me - the 

world was ending ... all of my family dead ... the world was. controlled by robots. I 

imagined the devil talked to me, I had to fight him ... I can't control what I do, I 

constantly scream, yell, rock back and forth, sometimes I hit myself ... "" They 

sent me to a psychiatric hospital. The doctors confirmed I had PTSD (post

traumatic stress disorder)." Several expressed preference to sleep under 

medication while chemotherapy was infusing. Some were frustrated their 

treatments had to be delayed due to incapacitating side effects. Sorr,e expressed 

disappointment from treatment failure and fear over the succeeding treatment 

regimen some of them asked, "What would happen to me?" However, all of them 

felt that a good response to chemotherapy was their source of comfort. Some 
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defined positive response to chemotherapy as their success. They described 

their independence when they are out of the hospital or when they do not have to 

undergo daily treatments. The side effects of treatment were articulated by one 

as an "endless state of sickness." One said, "It became a cycle of sadness, self

blame, and anxiety ... " Some adolescents internalized their feelings of anxiety 

afraid to disappoint their parents. " I have hurt my mom's feelings many times 

because of the anxiety attacks, it makes me horrible ... I don't want her to get mad 

at me, that makes me feel bad so I don't talk to my mom or my dad either ... I just 

have to do it on my own ... " Those that underwent surgery for their disease were 

overwhelmed immediately after the surgery by the sight of the tubes and drains. 

Some benefited from pre-operative peer counseling, decreasing their anxiety and 

uncertainty over the surgical outcome. Not everyone with surgery had this 

experience. A few claimed they did not have a chance to be briefed pre

operatively about the surgery, nor did they have the option. However, 

adolescents with solid tumors felt that the removal of the tumor was a big relief, 

yet still unsure if the surgery would cure cancer. " I didn't know what to expect. .. it 

was strange waking-up (after surgery) ... at first it's like you are in a panic mode, 

then you start to realize of the surgery ... "One patient had no chance to process 

her leg amputation saying "the surgeon told me it's either my leg or .I will die." A 

few were worried about the surgical scar affecting their appearance post-

operatively. 
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Theme 4: Where do I Stand and Belong? 

Many of them lost their friends one after another after the diagnosis. A few 

dropped out of school to focus on treatment and lost friends because they went 

out of their state or country for treatment. The lengthy therapy made for slow 

progress in their educational achievement such that they were left behind in high 

school while their friends progressed to college. They isolated themselves from 

their friends during diagnosis and at times when their symptoms were severe. 

They felt there were times they preferred to be alone. Others wanted to isolate 

themselves because they looked different from their peers with one saying "I feel 

different from them ... feel like one African American in a sea full of white peep.le." 

Some wanted isolation since they find it annoying for people to stare at them 

because they look different. They find it aggravating when people tell them they 

understand how they feel with one saying "people said it will be okay, I 

understand ... they have no idea what I'm going through unless they have cancer, 

had chemo." They were unanimous to express that cancer diagnoses carry a 

feeling of loneliness with one saying "my mom has to go to work sometime; I just 

wanted someone to lie down with me". They feel alienated from their. peers 

because of their illness and treatment regimen. One described her isolation 

similar to an animal trapped in a cell saying "I feel closed off from th_e world like a 

lab rat. .. like I'm kept in a cage ... when they needed me, they took me out and 

pumped me with things .. . they kept me on a leash until they needed me and 

pu lled me back again .. . " 
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It was a universal experience that their friends were scared when they 

knew of the diagnosis. Some of them pushed their friends away at times. " I just 

wanted to be by myself ... I did not answer to their call or text messages ... "" I was 

getting further away from my friends because of how I look .. . " However they also 

felt comforted when friends would visit them, play with them, and hang out with 

them just like what they used to do before diagnosis. They felt their friends were 

their connection to their teen world and provided a sense of normalcy. They 

would talk about school, movies, books, or listen to music. They utilized text 

messaging and Facebook to communicate with one another. 

Several of them felt confused, wanted to independently decide treatment 

decisions but their parents are overly protective or would dominate the 

discussions about their care. They acknowledged that physicians spoke primarily 

to their parents or guardian in their presence. Three of them who travelled to the 

United States to seek for cancer therapy were not aware they had cancer until 

they arrived to the cancer hospital. A few reported protesting especially when 

treatment plan was discussed without their understandi_ng of what needed to be 

done. Two expressed their frustrations at not being party to the discussion. One 

said , "[The oncologist] ignores me, he just go straight to my parents ... don't go to 

my parents .. . they don't know what is going on ... talk to me, I'm 16 ... 1 prefer 

straight talk from my doctor. " Those that were vocal with their frustrations were 

female Arab and Caucasian patients in their mid to rate adolescence during 

diagnosis. One female patient protested how her father would answer all 
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questions asked about her. She claimed helplessness at times when she was 

tired and weak and confessed that she let him do all the discussions with the 

staff and the decisions about her care even saying "I feel like a child, you want to 

be independent but difficult. .. he tells me do this, do that". " I wanted to be 

independent, but it's difficult. .. " 

Theme 5: Help from Higher Being 

All of them expressed their fear of death more than ever from the 

metastasis and disease progression despite the treatment. Some reported 

feeling more worried now than at the time they were initially diagnosed. They felt 

frustrated from lengthy therapy without a cure in sight. Some were disappointed a 

cure did not occur as promised by their oncologist, yet they had to endure more 

treatments with one saying "just knowing that it would be more difficult to cure me 

was hard, very upsetting ... has decreased my chance for-cure ... I beat it once, 

will I beat it again?" " I had spots (metastases) in my lungs ... I was really upset, 

it's hard to cure people when it goes to the lungs ... that was hard for me ... " Two 

of them discussed that they had limited time left according to their oncologists 

although only one reported having discussed the real possibility of death with her 

family and friends. The conversation on death and dying was emotionally 

charged with all of them crying and sobbing. "I talked to my parents about death, 

I'm still afraid but I had so much time to think about it I don't mind so much 

anymore - I guess." "I talked death with my friends, they told me to think 

positive ... " These adolescents related how belief in a god had strengthened them 
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to fight the disease and face the reality of death. While they talked about death 

as real , they were unable to "paint a vivid picture" of how they felt about it. They 

had difficulty describing their thoughts and how they felt about their death and 

dying . 

Most of them learned to pray and to entrust their future to their god. Even 

though some had progressive disease, they remained hopeful they would 

conquer cancer by placing their trust in their god with one saying "I know there 

are miracles, it inspired me to never give up." The help from the medical 

community also helped their sense of hopefulness. Those that sought treatment 

from a different country thought they were among the privileged few to be treated 

in the United States. " I know I will be healed, I trust in the doctors here in the 

Unites States. " They looked forward to completing their therapy, going back to 

their country, and having fun with their family and friends again. Some tried to 

recalibrate their future plans to a goal easy and achievable in a short period of 

time with one describing "my volunteer with dogs gave me focus and diversion ... 

gives me a purpose in life ... I want to pass my GED." Others have long term 

goals of finishing college with one who said, "I want to be a Bio-Medieal 

Engineer ... a pediatric Oncology nurse ... a writer ... a communications major and 

run my own business ... a businessman like my father". 

Theme 6: Existential Well-being 

Several of those with progressive disease expressed what life means to 

them . They related leaving behind a good legacy to their younger siblings, their 
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nieces and nephews, or the world in general. They voiced disappointment that 

they may not be able to accomplish their lifelong goal to finish college with one 

saying "I want to be a Bio-Medical Engineer ... I hope to become a pediatric 

oncology nurse." However, some settled for more achievable goals such as 

teaching children to value and respect a person and not material things, helping 

children afflicted with cancer, educating the public on pediatric cancer, raising 

more funds for cancer cures, volunteering to rescue dogs, etc. They appreciated 

life more now that they were faced with this disease. 

Their motivation to continue treatment was the desire to live and resume 

their life with one saying "I don't want to die ... it's a survival instinct. .. I want to 

continue fighting ... I want to make the most of my life, get better and ride the 

horse again, go to parties, be with my friends ... I want to be a teen-ager again ... I 

want to fight but you have to face reality". 

Theme 7: My Social Support 

Their families, friends, nurses, doctors, other health care staff, and 

teachers provided social support for them. They reported how each one of them 

has individual roles in helping them find comfort. Many of them mentioned the 

special care that their mothers have for them since diagnosis with one saying 

"mother took days off from work to be with me ... my mom- has always reassured 

me I will do fine ... she gave me unlimited supp~rt ... I feel secured when mom is 

there with me ... when I sleep, I am not scared to die when my mom is there 
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beside me." One patient, who was an only child and was cared for by a single 

mother, voiced the difficulty being alone said "it's different when you have no 

sibling to share your worries." The diagnosis strengthened the bond between 

these adolescents and their parents. The presence of their family during 

admissions helped them although all of them described the hospitals as boring. 

Several patients echoed the sentiments of one who said, "They [members of their 

family] cheered me up to get up every day and exercise." A few recalled that the 

diagnosis was a wake-up call for the family, as one said, to "watch out for one 

another." Spending time with the family by having cookouts on weekends, 

watching ball games on TV, or having an ice cream party at grandma's house 

were examples of comforting, fun times. Their siblings would help them with their 

daily activities when they were weak. Some would chaperone them to their clinic 

visits to relieve their parents. Seven of the participants (54%) were being cared 

for by a single parent. The parents of two patients had a divorce after they were 

diagnosed with cancer. Most of those adolescents with divorced parents 

experienced the attention and the love of their parents during their treatment. 

They described their parents would alternate schedules to care for hm or her. 

While they believed there was peace in their house because there was no 

constant parental argument after the divorce, they stated that they would prefer 

that their parents be together. One patient missed his mother to the extent that 

he would call her every day. One adolescent whh divorced parent stated, "They 

ignored what the kids wanted. " Three of the seven adolescents whose parents 
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were divorced had experienced drug abuse or attempted suicide. These three 

ch ildren had only one to four people in their household that were available to help 

them. One child who was living with his father had to independently care for 

himself when his father was at work. 

It was a universal experience that their friends were scared when they 

knew of the diagnosis. While they push their friends away, they also felt 

comforted when friends would visit them, play with them, and hang out with them 

just like they used to do before diagnosis - "they visited me and we just hang

out. .. we watched movies or listened to music together ... we would go to the 

mall. .. laughed together ... they updated me of what has happened in school. ... 

they helped me get my mind off my sickness." Having the usual activities with 

friends brought a sense of normalcy to them. There were patients who described 

the party thrown by their friends for them during their birthday or July 4th
- The 

special attention made them feel good. They felt their friends were their 

connection to their teen world and provided a sense of normalcy. They would talk 

about school movies books or listen to music. They utilized electronic mails and 
' ' ' . 

social network sites to communicate with one another. They expressed how peer 

support, even from a stranger who was also afflicted with cancer, had helped 

them with their journey with one saying that peer advice was "more believable 

what they have been through knowing we are of same age .. . it kind of braced me 

what's going to happen. " A few of them had clo·se fri'ends of the opposite sex who 

have afforded special support. Unfortunately, some would lose their intimate 
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friendship over time with one saying "I broke up with him after the diagnosis, was 

probably the hardest thing I've ever have to do in my life ... people say teen-agers 

can 't fall in love, I definitely think they can." 

Some appreciated the help from the medical team in improving their 

quality of life. The surgeons were described as heroes for removing their tumors 

successfully. Some of them thought they beat cancer after surgery only to find 

out that the disease progressed. A few have to make a terrifying decision to 

amputate an extremity with one saying, "I bargained with the surgeon to take my 

leg for as long as I live." All of them had hope that their oncologists could create 

a treatment regimen that would cure them. They had confidence in their 

physicians to make them feel better. " I like my doctor, he had something each 

time my disease recurred ... "Most of their physicians were flexible with the 

chemotherapy allowing them to continue the chemotherapy infusion at home or 

in their apartment. " My oncologist is amazing, he is flexible with my 

chemotherapy. I continued my chemotherapy dose at home, carried the 

chemotherapy pump in my backpack ... they treat me differently." This 

arrangement gave them a chance to live a normal life of shopping, g~ing to the 

park, etc. Some patients felt assured that their oncologist could offer a ~ype of 

treatment each time the disease relapsed no matter how many relapses they 

have experienced. They also related how the staff's stories and laughter were 

comforting . They preferred consistent nursing staff assigned to care for them. 

They formed a special bond to specific nurses and had the ability to relate well 
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with them having common interests, sharing familiar stories, etc. One described 

her nurses' care in saying "they treated me like their sister ... they listened to my 

worries ... they took time to listen ... they gave me assurance that I will be 

okay ... they care for me ... they make me feel better [physically and emotionally]." 

Child life specialists were portrayed as the provider of fun treats although some 

adolescents claimed several hospitals did not have games appropriate for their 

age. 

Several patients described how their pets (dogs or kitten) provided comfort 

and motivation to force them to get out of bed and resume their daily activities of 

living. Their pet was one of the reasons they preferred to have treatments done 

at home with one saying, "they [the pets] are sensitive to how I feel." 

Adolescents had to juggle between cancer treatment and school. All of 

them however related the help given by the teachers or pr1ncipal, flexing their 

load and activities to accommodate their treatment. 

Theme 8: This is Where I Belong 

All of them voiced their preference to a children's hospital or a pediatric 

unit over an adult unit or hospital. Most children's cancer hospitals considered 

their individual developmental needs and are a more suitable places for someone 

with cancer with one saying " it's a lot more welcoming ... they know.how to deal 

with me ... they allowed me to sleep late and woke-up late ... they have activities 

for creative expression ... having a co'mputer or .iPad· ... they treated me like a 

person ... 1 don't feel alone in a cancer hospital, everybody [every patient] you 
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see has cancer. .. playing board games and cards help with comfort ... the adult 

unit treated me more like a study or an experiment than a human being ... " Ten of 

the thirteen adolescents travelled to this facility for further treatment. A few had 

difficulty adjusting to the temporary relocation with one saying "I like my 

hometown ... my family is not here." Some created biogs or care websites for 

their friends to keep up with their condition. A few of them expressed hospital 

admissions can be a financial burden in not only the treatment cost but also the 

cost of food and parking in the hospital. A few of them received financial support 

from a donor that the family solicited in order to receive cancer care. Some 

commented on dull waiting rooms and hospital rooms even in children's 

hospitals . Two female adolescents suggested convertible room decorations that 

can be changed according to the age or desire of the patient. Some hospitals 

had waiting rooms and patient rooms that were crowded l·imiting their privacy. 

One adolescent conveyed his horrifying experience of witnessing a child being 

resuscitated who died. He saw the child's body being wheeled out of his cubicle 

and noted another child surprisingly admitted on the same space within hours of 

a child 's passing. He disclosed many nightmares after that event. Some of them 

voiced anxiety over lengthy waiting time in the clinic or in the procedure area. 

Several of the patients that underwent surgery reported being cold when they 

woke-up from anesthesia, usually happening in the intensive care unit. They 

were constantly hooked to a machine or had tube ahd drains limiting their 

activity, which was , also described as another source of discomfort. Inefficient 
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hospital procedures were listed as another source of discomfort particularly 

delays in the delivery of pain medication. A few felt annoyed watching children's 

program on TV being played in waiting rooms designed for patients of all ages. A 

few of them were funded by "Make A Wish" foundation and "Sunshine Kids" to a 

fun vacation and enjoyed the trips with their family. One had the experience of 

meeting his favorite basketball star (Kobe Bryant) saying, "It was the happiest 

time I've been, he's my idol". 

These adolescents voiced that when they were comfortable they were 

motivated to get back to their usual activities despite the ill effects of the 

treatment and to be with people they like most with one saying "it helps me get 

my mind off treatment and my situation ... helps me get through all of this ... 

cancer is like a game trying to beat me, I'm not gonna let it beat me, I'm 

competitive." Having a comfortable state gave them the ability to foresee a clear 

future and focus on their happiness and joy. Discomfort affected their mood that 

would affect how they live that day with one saying "it can make your experience 

real bad ... makes you sad and cranky." They expresse_d that comfort is important 

for healing, an energizer to keep on trying even though the disease has 

metastasized or progressed, would help them think positively about their future. 

When they were comfortable, they were more capable of pushing themselves to 

their limit in order to cope with the disease with one saying, "I got tough and 

learned to live with it. " The feeling of comfort is· significant to them with one 

saying "It makes things a lot easier to get through even though I'm sick, I'm still 
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happy .. . they have more will power to move on with their treatment and life_,, One 

voiced out "I try to tolerate anything when rm comfortable.,, The findings of the 

study are summarized according to themes in Table 2. 

Summary of the Findings 

Thirteen middle to late adolescents participated in the study. Semi

structured face-to-face interviews were conducted to capture the unique 

experiences of these adolescents with metastatic and progressive cancer. Most 

of the adolescents reported unrelieved physical and emotional pain. Some of 

them had morbid hallucinations, anxiety attacks, self-inflicted injury, and drug 

abuse. The multiple layers of distressing symptoms that exacerbated the feeling 

of discomfort have compromised the comfort experience of these adolescents. 

While the diagnosis of cancer resulted in physical distress and emotional turmoil 

to them , somehow some of them found a positive outcome to their diagnosis. All 

of them reported that social support from their families, friends, healthcare 

providers , teachers, and even their pets had helped them provide a comforting 

experience during their cancer diagnoses and treatme~ts. Their comfort 

experience motivated them to fight and beat the metastatic and· progressive 

disease against all odds. They had differences in how they perceived the degree 

of comfort. However, they were unanimous to explicate that a comfortable feeling 

gave them well-being, hope, motivation, and the will power to continue living. 
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CHAPTERV 

SUMMARY OF THE STUDY 

Introduction 

There are an increasing number of adolescents who are surviving from the 

diagnosis of cancer. Several of the survivors have metastatic or progressive 

disease. Many of them have experienced the distressing symptoms of the 

disease as well as the side effects of the treatment. Unrelieved physical and 

emotional distress resulted in post-traumatic stress disorder, anxiety attacks, _and 

drug abuse in some of the adolescents in this study. It has been reported that 

there are adolescent cancer survivors who have impaired quality of life from the 

distressing physical and psycho-spiritual pain they have experienced during 

treatment (Punyko et al., 2006; Berg et al., 2008; Seitz et al., 2011 ). Through the 

voice of the adolescents in this study, we have gained the insights that they are 

in distress not only physically but also psycho-spiritually. We learned that a 

holistic approach to their care was important to provide comfort, the basic 

component of our care as nurses. This study found that comfort enhanced the 

adolescents' ability to manage their lives and provided them the energy to be 

hopeful for their future. The social support from their families, friends, healthcare 

providers , and educators helped their comfort experience. 
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Summary 

The aim of this research was to explore the meaning and significance of 

comfort as experienced by adolescents with metastatic or progressive cancer. 

Phenomenological method of research was employed since the study wanted to 

explore the adolescents' lived experiences of comfort. The adolescents who met 

the eligibility criteria were invited to participate after approval from the 

Institutional Review Board of Texas Woman's University and the hospital where 

this study was conducted. Potential study participants were identified by the 

health care staff of the children's cancer hospital and were given a brief overview 

of the study. A purposive sample was drawn from adolescent patients diagnosed 

with metastatic or progressive cancer to explore the meaning and significance of 

their comfort experience. Purposive sampling was chosen to ensure that only 

individuals who have experienced the .comfort phenomenon were studied. 

Adolescents with varied diagnoses were included in order to capture a wide 

range of perspectives related to comfort, the phenomenon of interest in this 

study. The sample population represented various diagnoses of solid tumors and 

hematologic malignancy. The patients who were recruited to the study have 

varied ethnic background and have even gender distribution . The variation in the 

diagnoses, ethnicities, and genders of the study sample provided a-multitude of 

perspectives , from a typical comfort experience to an atypical comfort 

experience. This elicited an important insight into the comfort phenomenon. 

81 



The study was conducted in a children's cancer hospital of a large tertiary 

institution that specializes in the treatment of cancer. The adolescents who gave 

consent to participate in the study were interviewed in a private room. Only the 

patient and the primary investigator were present during the interview process. A 

semi-structured questionnaire was utilized as a guide in the interview process 

(see Appendix B). Each participant was asked to relate their comfort experiences 

at diagnosis, during cancer treatments up to the time the interview was 

conducted. Each interview lasted between 45 to 60 minutes. The patient was 

made aware prior to the interview that the proceedings would be audio-recorded. 

A professional transcriptionist transcribed the recordings of the interview 

verbatim. Other forms of data gathered included observation of the patient's non

verbal language during the interview and the reflective field notes of the primary 

investigator after the interview. These data were included during data analysis. 

Discussion of the Findings 

Kolcaba's comfort theory was used as the framework for this study. This 

theory explained comfort according to four contexts: physical, psycho-spiritual, 

sociocultural and environmental. The discussion in this section will focus on 

these four contextual descriptions of comfort. 

Theme 1: Who am I? : Physical Changes 

All of the participants were appalled by the significant physical distress 

they had to face even before the diagnosis. Similar to other studies (Zernikow et 

al. , 2006; Heckler et al., 2009; Ameringer, 2010), pain was reported as the 
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number one discomfort experienced by these participants. Patients with solid 

tumors described how the feeling of excruciating pain prompted consultation to a 

specialist. The painful procedures to diagnose their diseases as well as follow-up 

diagnostic imaging and laboratory tests were also considered painful. Some of 

them had to undergo surgical procedures to remove their tumor or amputate their 

diseased extremity. Nausea and vomiting were other symptoms that caused 

significant distress particularly during chemotherapy or radiation. The physiologic 

effects of the treatments on their bodies mostly manifested through nausea and 

vomiting which were described as extremely debilitating. The alteration in their 

bodies' homeostases fell under the physical context described in Kolcaba's 

comfort theory (2003). This was an anxiety provoking experience that some 

prophylactically took medication to brace them from distress. Pain, nausea, 

vomiting , fatigue , weakness and other symptoms restricted their abilities to be 

with their friends let alone participate in the activities of daily living. Hair loss was 

shared by most of these patients as one of the symptoms that affected their body 

image and self-esteem. This finding is similar to those_ reported in several studies 

(Wallace, Harcourt, Rumsey and Foot, 2000; Hedstrom, Skolin, and. Von Essen, 

2004). Looking attractive plays a key role in the self-esteem and identity of an 

adolescent. Finding oneself is a fragile period of an adolescent's life exacerbated 

with losing oneself while facing a variety of physical and psychosocial changes. 

At the onset of puberty, several physical and hormonal changes can occur 

however considered normal to their age group (Abrams, Hazen, and Penson, 

83 



2007). The physical changes that happen due to their disease has a new 

meaning to them. They do not feel nor look normal; they appear different from 

their peers . The complex transition towards adulthood involves the development 

of their identity. Body image is a major aspect to identity development. They are 

focused on their appearances and tend to compare themselves with the looks of 

others (Larouche and Chin-Peuckert, 2006). Other people stare or comment 

about their appearance reinforced their self-image of difference. This has 

reinforced their distorted perception of themselves affecting their body image and 

self-esteem . The focus on the loss of self-identity is the pervasive image for all 

adolescents ( Larouche and Chin-Peuckert, 2006; Corey et al., 2008). It was 

noted in this study that those adolescents who attempted suicide or were 

engaged in substance abuse had divorced parents and limited support from 

family at home. The adolescent in this study who had substance abuse reported 

that drugs gave him a temporal escape from his distressing reality. Parental 

support particularly from a mother has been documented as a primary source of 

comfort during cancer experience (Ritchie, 2001 ). Health harming behaviors 

have been associated with parental marital status. A study done by Garpentier, 

Mullins, Elkin , and Christensen (2008) indicated older adolescents from single

parent families who were afflicted with cancer needed constant surveillance and 

support during their treatment journey as well as into survivorship. The 

adolescents in this study reported being happy; able to play with their siblings or 

friends and hopeful for cure when the disease responded to the therapy. 
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It was interesting to note in this study that most of the adolescent patients 

identified medication as their first line of rescue to the distressing symptoms of 

cancer. It has been reported that medications to treat psychiatric symptoms are 

beneficial in treating physical symptoms associated with cancer and its side 

effects. Current therapies include benzodiazepine for anxiety and nausea during 

chemotherapy (Abraham, Hazen, & Penson, 2007). Patients with fatigue and 

lethargy are given stimulants. However the adolescents who participated in this 

study realized that relief from medication was temporary and acknowledged more 

the benefits of social support. 

Theme 2: Why Me? 

The psycho-spiritual component of comfort pertains to the mental, 

emotional, and spiritual attributes of a person (Kolcaba, 2003). The adolescents 

interviewed in this study described initial shock from the diagnosis and an 

overwhelming denial, anger, and loss of normalcy in their lives. They expressed 

their losses in many ways: loss of their health as well as their attractive physical 

attributes limitations in their usual activities, loss of friends, inability to attend ' . 

school , loss of independence, and others. This massive physical and 

psychosocial loss placed a lot of stress in an already stressful developmental 

period . They are shocked with the diagnosis. None of them thought .they would 

be diagnosed with cancer believing they are too young and healthy to be afflicted 

with the disease. Magical thinking and perception of invulnerability are 

characteristics of adolescent behavior that can lead them to misjudge an 
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obviously serious illness. The inability to return to their sports activities or 

continued absence from school posed a major challenge to their development of 

self-confidence. Many of those who participated in the study voiced denial as 

their respite to the strain of the disease; a similar feeling shared by other 

adolescents with cancer who were studied (Jones, 2008). 

Theme 3: What Would it be now? : Uncertainty 

Uneasiness over an uncertain future was another significant challenge 

voiced by the patients. Some adolescents who were in their late developmental 

period expressed uncertainty whether they could finish their education, achieve a 

degree, or even get married and have children. While several of them had plans 

to start or finish their college education, they were displeased with the thought 

that their rigid treatment regimen had derailed their future plans. They were at the 

stage of their development where they think of their future more and begin to 

plan for it, are emancipated from their parents, and challenged themselves with 

adult roles (Jones, 2008; Radzik et al., 2008). Adolescents in the current study 

had envisioned cancer as a barrier to acquiring a normal life in the future. 

Theme 4: Where do I Stand and Belong? 

The diagnosis of cancer placed an incredible strain upon adolescents who 

are striving to develop a sense of identity and autonomy. While they attempt to 

assert to their family their sense of independence, they had to pull family 

members back to stay with them when they are sick, in the hospital for 

treatments or to drive them to their appointments. They reported even more , 
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difficult to achieve independence when they perceive their parents as overly 

protective. Some of them described how their parents would take over 

responding to healthcare providers for basic questions about their own health or 

their own feelings. Some adolescents expressed difficulty in exercising their 

autonomy when their parents make decisions for them instead of jointly deciding 

which treatment option is the best. They voiced the need to be included in the 

discussions and decisions about their care. However, when they are weak and ill, 

they allow their parents to decide treatment for them though they feel bad in their 

inability to be autonomous. Others allow their parents to make decisions for them 

thinking that is the natural thing to do. Adolescents are developing their ability for 

formal operational thinking. They begin to discern what is right and what is 

wrong, ponder, the reasons for their decisions, and have the insight on why they 

feel the way they feel (Radzik et al., 2008). Any challenges in the exercise of 

their developing cognitive skills frustrate them. 

Theme 5: Help from a Higher Being 

The perception of hope and a sense of spirituality can influence an 

adolescent's perception of his or her diagnosis. Hopefulness enables the 

individual to think of the possibility the cancer can be cured (Hinds, 2000). Some 

adolescents in the current study experienced hope in other ways - .associated 

hope to the meaning that they attached to the cancer diagnosis. One adolescent 

reported her cancer diagnosis ended her brother's substance abuse, a positive 

outcome from the diagnosis. Their capability to think of a positive outcome from 
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cancer therapy in the near future grows. It is a person's belief that a future is 

possible. Spirituality is an individual's belief in a greater power (Hinds, 2000; 

Hendrick-Ferguson, 2006; Ishibashi et al., 2007). Adolescents who are hopeful 

and who believe in a higher being will develop a sense of confidence, self

esteem , and self-transcendence during times of adversity (Woodgate, 2006; 

Ishibashi et al., 2010). Studies have explicated adolescent's go through a 

process to develop their sense of hopefulness, resiliency, and adaptability in 

resolving health threats (Ishibashi et al., 2010). Adolescents in this study were 

observed to be hopeful at diagnosis and during the early phase of their illnesse 

Their hopes waxed and waned as the disease metastasized or progressed. They 

became less hopeful if not hopeless when the disease became recalcitrant to 

different treatment modalities. This study found, however, that two adolescents 

whose diseases were resistant to therapies have thoughts of death. Adolescents 

who had adequate social support and good self-esteem were observed to 

express being more hopeful during interview than those who expressed having 

inadequate social support or poor self-esteem. Those yvho perceived robust 

social support voiced their commitment to continue with their treatments. Most of 

them also reported the fear of death at diagnosis and when the disease 

metastasized or progressed. Publication on spirituality in adolescents with cancer 

is limited (Abrams et al., 2007). In this study, the role of religion and perhaps 

spirituality amongst the adolescent group is apparent. Almost all of them 
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expressed their faith in a God as the source for strength to continue fighting the 

disease. 

Theme 6: Existential Well-being 

Existential well-being is a person's perception of his or her purpose and 

meaning in life (Hendricks-Ferguson, 2006). Hopefulness gives adolescents the 

ability to find their inner-self and the purpose of their life (Hendricks-Ferguson 

2006) . Adolescents with positive coping behavior and hopefulness have the 

capability to think of ways to give back to their families and friends who have 

helped them in their cancer journey. Several adolescents in this study made 

attempts at helping other people or had plans to help others including their famil 

members. Some emphasized the need to leave a legacy behind. One participant 

described achieving this by inculcating the value of respect among younger 

nieces and nephews and another had the goal of helping raise cancer awareness 

among children. Strict adherence to what is right and wrong and acknowledging 

their role in the community are a few of the important values adolescents develop 

(Hendricks-Ferguson, 2006; Radzik et al., 2008). The adolescents in the current 

study used these values when they were creating their legacies. They voiced 

their hope to live a normal life and live life to the fullest. The adolescents in this 

study were engaged in a variety of activities that they defined as their "purpose in 

life". One patient helped other cancer patients, another helped rescue dogs, etc. 

All of these activities also helped promote a sense of well-being. Two of the 

patients who had advanced disease discussed how they wanted to leave a 
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legacy behind as; they appeared to be anticipating the ends were near. Ishibashi 

et al. (2010) reported from their study that only when adolescents have 

developed a positive coping mechanism and a sense of hope that they able to 

think of other people. 

Theme 7: My Social Support 

Sociocultural comfort is a person's relationships with family and friends, 

financial resources , and educational support (Kolcaba, 2003). Adolescents' 

perception of social support were significant factors in their ability to develop 

adaptive behavior as they hurdle through the challenging tasks of their 

developmental period as well as the demands of cancer diagnosis and treatment. 

The diagnosis of cancer had placed an increasing demand for support from 

families and friends to improve their coping abilities (Woodgate, 2006; Abrams et 

al. , 2007) . 

Many of the adolescents investigated in this study reported that their 

families , friends , and healthcare providers were the sources of their emotional 

support. They identified their mothers as their primary supporter when they are ill. 

They felt a blanket of protection when their mother was physically present with 

them . Their families were their constant source of material as well as emotional 

support. The material support described from studies included buying a favorite 

type of food that can perk their appetite. The emotional support derived from their 

parents and their siblings and their constant presence especially when they were 

ill ; helped them cope with the daily challenge of their illness. Fathers were 
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described as supportive but adolescents could not identify the specific things 

they would do for them. Ritchie (2001) supported this stance by reporting that 

adolescents' description of parental support was specific on assistance with clinic 

and hospital appointments, which are usually maternal roles. Their families were 

the purveyors of positive energy; their source of motivation to continue with the 

lengthy and arduous cancer therapy. 

Adolescents attempted to develop a broader circle of support as they grew 

by identifying with their peers. In several studies, their friends are identified as 

the constant provider of emotional support. The support was expressed as 

significant by lending a listening ear as well as giving them comfort as they live 

through cancer (Ritchie, 2001 ; Corey, Haase, Azzouz, and Monahan, 2008). 

Many publications explicated that adequate psycho-social support from peers 

promote self-esteem and positive adjustment among adolescents with cancer. 

However, they also emphasized how their normal friends do not understand the 

experiences they undergo yet are still supportive (Ritchie, 2001; Cassano, Nagel, 

and O'Mara, 2008; Corey et al., 2008). Their friends w?uld encourage them to 

return to the normal fold of peer activities and schoolwork. Cassanova et al. 

(2008) found in their study that adolescents with cancer are similar to normal 

adolescents in their desire to have normal living as well as normal reception from 

friends and not treat them as someone with disabilities. The social support from 

peers observed in other studies was consistently displayed among the 

91 



adolescents in this study. They voiced the feeling of normalcy when they hang 

out with their friends and in behaving what normal adolescents would behave. 

Adolescents identified in several studies the support they received from 

the health care team. Like other research findings, the adolescents interviewed in 

this study described the health care staff as their "second family." They were the 

primary people that were associated with immediate pain and symptom relief and 

their hope for eradicating their disease. The hopeful attitude was the foundation 

for their yearning to fight cancer (Hedstrom, 2004; Woodgate, 2006; Cassanova, 

2008). 

Theme 8: This is Where I Belong 

The provision of an environment, hospital policies, and guidelines that 

promote maintenance of normal routine activities and developmental needs is 

essential in helping adolescents cope with their disease while in the hospital 

(Rollins , 2009). Environmental comfort according to Kolcaba (2003) is the sum of 

external conditions surrounding the person that affects his or her comfort 

experience . Adolescents interviewed in this study exp~essed their preference to a 

children oriented unit than an adult unit because the staff knows how to interact 

with them . They identified structural deficit in the hospital that contributed to their 

anxiety and boredom. Rollins (2009) in her study identified areas where 

improvements can be made to foster children's ability to cope according to their 

developmental age. Some adolescents preferred to post their personal artwork or 

objects fam iliar to them from home. There were adolescents investigated in the 
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current study who also voiced how hospital room decorations can be converted 

to the individual choices of the patient. Promotion of patient and family privacy 

was another important feature that some authors recommended in their studies 

(Kelly, Pearce, and Mulhall, 2004; Rollins, 2009). The adolescents interviewed in 

the current study also articulated this similar finding. Adolescent's coping ability 

will be fostered if their developmental needs of independence, privacy, and social 

intimacy will be fostered through hospital structure and set-up (Rollins, 2009). 

Conclusions and Implications 

Adolescence is a developmental stage when many changes are 

happening. These changes challenge their physical, emotional, behavioral, and 

cognitive abilities. An adolescent diagnosed with cancer is faced with the 

complexity of adapting to the diagnosis and having to care for the developing self 

and cancer. This study confirmed the holistic definition of.comfort in adolescents 

with metastatic or progressive cancer. It is a complex phenomenon that fits the 

theory of comfort (Kolcaba, 2003) involving four contexts: physical, psycho

spiritual, sociocultural, and environmental. The adolescents in this study voiced 

the distressing symptoms they faced while undergoing treatment for .their 

disease. Physical distress included pain, nausea, and hair loss as the most 

debilitating symptoms. They were shocked during diagnosis, afraid .for their lives, 

anxious and uncertain about their future .. They suffered from many losses - hair 

loss, loss of friends , loss of function, etc. - affecting their self-identity and self

esteem . The physical , emotional, and spiritual challenges they faced distorted 
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the achievement of their developmental milestones. They experienced role 

confusion , dependency instead of autonomy, confusion in decision makings 

instead of independence, and isolation. Their ability to regain well-being and 

positively cope made them hopeful for a cure for their disease as well as for living 

their lives to the fullest. They expressed the importance of religion and 

spirituality, existentialism, social support, and environmental support as important 

to the achievement of quality of life as they live with metastatic or progressive 

cancer. It can be gleaned from this study that comfort to these adolescents 

means taking care of them holistically. They have unanimously described comfort 

as significant to their care. Having attained comfort feeling will improve their 

wellbeing and help them cope with the debilitating effects of cancer. 

Based on these findings the health care staff should: 

1. Address distressing physical symptoms expeditiously. Consulting a 

pediatric palliative care team at an earlier stage of the disease can provide 

assistance with symptoms management. 

2. Evaluate for the presence of distressing psycho~spiritual, sociocultural 

symptoms a~ide from distressing physical symptoms. 

3. Identify adolescents at risk of psychopathology from the disease and 

cancer treatment. 

4. Consult child behavioral psychologist at the time of the diagnosis. 

5. Provide peer support and incorporate in·volvement of their peers if desired 

during adolescent activities while in the hospital for treatment. One 
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.. 
example reported in this study was allowing "sleep over" with friends 

during chemotherapy infusions. 

6. Provide a developmentally appropriate room artwork and unit policies that 

would cater to the needs of the adolescents. 

7. Involve the adolescents in every discussion about their disease and care. 

This will require a conscious effort among the members of the health care 

team to inquire from the adolescent patient the extent of their participation. 

8. Provide flexibility in providing chemotherapy such as allowing patients to 

continue the chemotherapy infusion at home. 

9. Consistently assign adolescents (if not all children) to a small group of 

nurses who can rotate amongst themselves the primary care of the 

patient. 

10. Provide emotional support to the nurses and other members of the 

healthcare team. 

The implication of this study to our nursing practice is significant. It bridges 

the gap in our existing knowledge of the comfort adole?cents with metastatic or 

progressive cancer. having investigated comfort in the voice of adolescents. 

Nurses who work in the pediatric oncology unit should include in their initial 

assessment the availability of peer support. Social support from their peers has 

been noted in this study as a significant factor in the development of their 

comfort , well-being, and coping as well as a gr.eat motivator for them to continue 

95 



living . The pediatric unit should develop guidelines allowing constant peer 

presence in their hospital rooms and peer participation in their daily activities. 

Recommendations for Further Study 

This study is limited to a very special subgroup of population, adolescents 

with metastatic or progressive cancer that can be found mostly in a specialty 

cancer institution. Further similar research is needed in a general adolescent 

population with chronic diseases who are at the end of their lives in order to 

generalize the data. 

The primary investigator of the study was working in the study site and 

there were a few patients that were under her care while they were admitted in 

the pediatric intensive care unit prior to the study. Although an audit trail was 

used to review any bias into the study, however, an alternate individual to 

conduct the interview of patients under her care would perhaps be ideal in future 

studies . This will allow them to freely explicate their experience while they were 

in the intensive care unit. 
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Table 1. 

Patient Demographics 

Domain Sample 

Sex Male= 7 

Female= 6 

Mean age of patients at diagnosis 15 

Mean age of patients during interview 17 

Number of siblings 1-3 siblings = 5 

More than 3 siblings = 3 

More than 5 siblings = 3 

Number of people in the household 3-5 people: = 11 

More than 5 people = 2 

Diagnosis Solid tumor (various types)= 11 

Hematologic malignancies = 2 

Ethnicity Caucasian = 7 

Hispanic= 4 

Asian= 1 

Arabic= 1 

Pain management Drugs only = 13 

Combination therapy = 0 

Cancer treatment at interview Chemotherapy only= 6 

Combination therapy = 7 
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Table 2. 

Theme Clusters with their Formulated Meanings 

Theme 1: Who am I? : Physical changes 
Distressing pain and other symptoms 
Distorted body-image 
Judgment from others 
Poor self-esteem 
Dealing with the Loss (loss of identity) 

Theme 2: Why me? 
Shock 
Anxiety 
Denial 

Theme 3: What would it be now? : Uncertainty 
Uncertain future 

Theme 4: Where do I stand and belong? 
Isolation 
Autonomy vs. dependency 
Overprotective parents 
Confusion with decision making ability (You decide for me vs. I want to make the 
decision) 

Theme 5: Help from a Higher Being 
Fear of death 
Faith and Trust in God 
Persistence to fight 
Miracles will happen 
Hopefulness 
Theme 6: Existential well-being 
Meaning of life 
Leaving a legacy 
Life is bea utifu I 
Theme 7: My Social Support _ . · 
Important individual roles of family, friends, healthcare providers, and educators 

Loving Paws 

Theme 8: This is Where I Belong 
Suitable place for treatment 
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Table 3. 

Significant Statements of Adolescents and their Formulated Meanings 

Statements Meanings 

Theme 1: Who am I? 

"I feel different from them". "I lost the Poor self-esteem 

centimeter of self-esteem that I had left". 

"I was no longer 11'. "I lost what made me 

different from others" 

"I looked at the mirror and I saw a monster". Distorted body image 

Theme 2: Why me? 

"It is unreal and upsetting". "I was suffering Shock/anxiety 

even without treatment. .. I told them to stop 

repeating the word cancer" . 

"I fake happiness and joy like a mask that I Denial 

put on everyday". "I would cover-up the 

reality by placing a pillowcase over my 

chemo bag and IV pole ... it's like out of 

place, out of mind". "Drugs took my 

problems away even just for a little while". 
Theme 3: What would it be now? 

"What would happen to me, how about my Uncertain· future 

friends and family "? 
Theme 4: Where do I stand and 

belong? 

"I feel like one African American in a sea Isolation 

full of white people ... you feel alone". "I just 

wanted someone to be with me". "I feel like 

I'm in a cage, a lab rat, back in the cage 

~ 
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when they are done, they pull me in a 

leash". "They (friends) graduated and I'm 

left behind in high school". 

"I feel like a child , you want me to be 

independent but difficult. .. he tells me to do 

this , do that". "My parents did all the calls 

and referrals for other treatment, I just go 

with them". 

"He (oncologist) ignores me, he just go 

straight to my parents ... don't go to my 

parents , they do not know what is going on, 

talk to me ... I'm 16." "I prefer straight talk 

from my doctors". 

"My mother taught me how to pray, I have 

strong faith in God". "God gave me a 

second chance". "God did this for a reason. 

I place a lot of trust in him". "My mom took 

me to a place in ... we have to get down on 

our knees and pray ... " 

"I know there are miracles, it inspire me to 

never give up". "I know I will be healed, I 

trust in the doctors here in the US". 

"I talked to my parents about death, I'm still 

afraid but I had so much time to think about 

it I don 't mind so much anymore, I 

guess ... ". "I talked death with my friends .. • 

Overprotective parents 

Autonomy vs. dependency 

Theme 5: Help from Higher

Being 

Faith and trust in God 

Hopefulness 

Fear of death 

they told me to think positive". Persistence to fight 
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"I do think positive you know, I want to live, 

I'm fighting but you have to face reality". 

Theme 6: Existential well-being 

"I want to be happy and live life to the Meaning of life 

fullest". 'Tm tired of being alone. I'm tired of 

treatments". "I want to be a teen-ager 

again". 

"I was able to help other people who are Leaving a legacy behind 

afflicted with the disease that made me feel 

good about myself." "Because of my 

diagnosis, my brother became sober; I 

would not trade that for anything on earth". 

"I have gained so much more than I lost 

from the shared experience I have with 

children and adolescents with cancer". 

"Want to teach them (nieces/nephews) to 

value a person not material things". 'Tm 

happy being able to rescue dogs; it's 

actually been a big part of my life now". 
Theme 7:My social support 

"My mother is there all the time with me". "I Individual role of family/friends/ 

feel secured when mom is there with me". health care staff/educators 

"My family cheers me up and motivates me 

to keep fighting". "My friends would visit; we 

watch movies talk about school". "I was , 

doing normal things with my friends". "I was 

very happy to see everyone in school, I feel 

like I took energizing something". "My 

oncologist here is amazing; he is flexible 
~ 
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with my chemo". "My nurses treat me like 

their sister ... they listen to my worries". 

"They change my nurse; I do not want it to 

change". "My teachers understand my 

treatment schedule; they are flexible with 

my school work". 

"I broke up with him (boyfriend) when I was 
Intimacy 

diagnosed, was probably the hardest thing I 

ever had to do in my life. People say 

teenagers cannot fall in love but I definitely 

think that they can ... " "My boyfriend, he is 

like my little counselor". 

Theme 8: This is where I belong 

"The long waits in the hospital annoys me". Suitable place for treatment 

"I like games, drawing and use of creative 

expressions". "The waiting room and 

hospital room were crowded". "Hospital 

rooms are boring ; need to make it more 

colorful and happy. The things that a 

patient would like to have in their rooms". 

"Pediatric staff more welcoming, they relate 

with you , they know what to do, they 

understand you are younger and have 

different emotions". 
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Interview Questions 

1. How do you feel today? 

Probe: Describe to me that feeling? 

2. Tell me about the time when you felt comfortable? 

Probe: What was going on then? 

Probe: Is this feeling the same as the feeling of comfort? 

Probe: What helps you feel comfortable? 

Probe: Does your mood affect your comfort? 

3. What do you do when you are not comfortable? 

4 . How have people who care for you help you feel comfortable? 

Probe: Who is that person and what did they do to make you feel 

comfortable? 

5. How important is comfort to you? 

Probe: What is the significance of this experience? 

6. What situations have typically influenced your experience of comfort? 
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